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CICATRICIAL ALOPECIA RESEARCH FOUNDATION
6th International Patient-Doctor Conference

Embassy Suites Chicago Downtown Lakefront 
Chicago, Illinois, USA

Friday-Sunday, April 4-6, 2014
Register Today!

The Cicatricial Alopecia Research Foundation (CARF) together with Dr. Victoria Barbosa and the CARF Chicago 
Patient Support Group invite you and your family to attend a two-day educational conference. Learn more about the lat-
est in research and treatment options, and network with other patients, loved ones, and physicians. 

This CARF biennial conference is a must for patients and physicians involved with cicatricial alopecia. Attendees attest 
to a life-changing experience after participating in a variety of lectures, discussions, support groups, and more.

Why patients, families, friends, physicians, and nurses should attend:
3 Learn more about the diagnoses and available treatments 
3 Discover the latest research breakthroughs for cicatricial alopecia
3 Hear about cosmetic solutions
3 Meet leading physicians and researchers in an informal setting
3 Participate in small group discussions, network with one another, and get support

Enjoy all of these important benefits with Chicago as the backdrop. Be sure to take time to explore the wide variety of 
attractions this beautiful city has to offer.

For more information including the full program agenda and to register, please visit:
http://www.carfintl.org/patient-doctor-conference.php 

What is a CARF Patient-Doctor Conference?
A CARF Patient-Doctor Conference is a place for patients and doctors to come together in a safe 

and supportive environment. It’s a place where you can learn about cicatricial alopecia and the latest 
medical research in finding a cure, a place where you can meet others with cicatricial alopecia and share 
your stories, a place where you can discover products and lifestyle changes to better manage your dis-
ease, a place where you will become empowered and given hope, and a place where you can be yourself. 
Our patient conferences have changed people’s lives and we hope they can change yours as well.

We gratefully acknowledge Choose Chicago for the photos.

Registration is open!
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New and Improved CARF Subscriber Database
CARF has migrated to a new and improved subscriber database. Subscribers may login and 
access past issues of the Communique newsletter, make donations, sign up for CARF Support 
Groups, and more!

If you received this newsletter directly from CARF, then your username and password were 
included in your personalized email.  

If you are not yet registered with CARF, then please visit the following webpage and register 
your contact information to join the CARF mailing list:

https://www.registration123.com/CARF/mAIn/ 

The Communiqué is published bi-annually by the Cicatricial Alopecia Research Foundation. Copyright ©2013 by the Cicatricial Alopecia Research Foundation, 
303 West State Street, Geneva, IL 60134, USA. The views expressed herein are those of the individual author and are not necessarily those of the Cicatricial 
Alopecia Research Foundation (CARF), its officers, directors, or staff.  Its contents are solely the opinions of the authors and are not formally “peer reviewed” 
before publication. Information included herein is not medical advice and is not intended to replace the considered judgment of a practitioner with respect 
to particular patients, procedures, or practices. CARF makes no warranty, guarantee, or other representation, express or implied, with respect to the accuracy 
or sufficiency of any information provided. To the extent permissible under applicable laws, CARF specifically disclaims responsibility for any injury and/or 
damage to persons or property as a result of an author’s statements or materials or the use or operation of any ideas, instructions, procedures, products, methods 
or dosages contained herein.

Would you like to be a part of the newsletter?   
Please consider sharing your experience with cicatricial alopecia 

and/or attending a support group.
Send your write-up to: 

info@carfintl.org  
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CARF 5th International Patient-Doctor Conference—Boston
Expert Panel Q&A (August 2012): Part II

Expert Panel: Lynne Goldberg, MD, Moderator, Yolanda Lenzy, MD, MPH, Victoria Barbosa, MD, MPH, MBA,  
Vera Price, MD, Valerie Callender, MD, Ken Washenik, MD, PhD, and Maria Hordinsky, MD 

The following was transcribed by Marilyn Ey and then slightly modified and approved by Dr. Vera Price. All members of the Expert Panel gave consent to the 
recording. We wish to extend our gratitude to Marilyn Ey for her hard work and effort in putting together this transcription! 

Questions were grouped together in themes in order to answer the numerous questions submitted to the panel. 

q. What about Vitamin D, diet, and stress?
 
Dr. Valerie Callender
It is a known fact that patients of color have a high degree of Vitamin D deficiency. 

Whether this plays a role in alopecia we don’t understand, but it is known that a normal Vi-
tamin D level is needed for a normal hair cycle. I am checking the level of Vitamin D in my 
patients with hair loss, and putting them on Vitamin D therapy if their level is low. Regard-
ing stress, we don’t really know the relationship of stress and hair loss. I always tell patients 
that stress can make everything worse, for example, asthma, stomach ulcers, coronary heart 
disease, and hair loss definitely causes stress.  

 
Dr. Victoria Barbosa
I’ve had patients ask about anti-inflammatory diets and gluten free diets. I don’t know if it helps. Several patients have tried, but it is hard to stick 

to for a long enough time to really make an impact. A couple patients with LPP have noted improvement in symptoms and decrease in redness from 
anti-inflammatory diets, but I’ve had just as many patients who have had no response at all.

 
Patient 1: Treatments are aimed at reducing inflammation and they all help to a certain degree. They all fall short of stopping the condition. I’m on an 

anti-inflammatory diet now and found it to be helpful. (Question from MD): How long have you been on it and when did you start seeing improvement? 
(Patient response): I’ve been on it since the beginning of summer. I’ve noticed I’m starting to feel better, but I find that with other treatments as well. So I 
really don’t know at this point.

 
Patient 2: Basically, you can’t eat anything. (laughter)
 
Dr. Victoria Barbosa
I’m no expert, but I think a lot of people avoid all dairy products, avoid meat. Some people avoid gluten, bread, and wheat products. That doesn’t 

leave much.
 
Patient 3: I tried the anti-inflammatory diet for 3 weeks and lost 15 pounds. I expected a quick fix. You can’t eat anything white; no white rice, no 

alcohol, no nitrates, no foods with antibiotics in them. Eat organic when you can, and eat lots of fruits and vegetables. Grass fed meats are okay.
 
Patient 4: I came upon a book, “Inflammation Nation.” I had experienced something like “hot flashes,” which the diets controlled. Another author 

believes you can eat meat and dairy, but the meat must be very lean.
 
Patient 5: I’ve had LPP for ten years. I used to eat a lot of pizza and Chinese food every day. I cut out salt, red meats, tomatoes, processed meats, 

spices, spicy food—cut out everything you can imagine. Recently, I just started eating normal food again. My experience is I never really noticed any 
improvement.

 
Patient 6: I don’t follow a strict anti-inflammatory diet, but it sounds like there is a lot of overlap to a vegan or plant-based diet. I’ve been on this 

for a year and I’ve never eaten better or felt better.
 
Dr. Vera Price
FFA is so prevalent now, and was rare after it was described just twenty years ago. It occurs mainly in adults and it doesn’t occur in children. Many 

of us think there must be an environmental factor involved. What we’re hearing from the audience is that it might be foods. It might not be a steak or 
peanut butter, but rather it might be some added ingredient that we don’t know about. It might end up being several added ingredients in some foods. 
We don’t have the answer yet with diet, but there may be something there.

 

continued on page 4
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q. Patient 7: Are there any other vitamins and supplements you can talk about like Vitamin D?
 
Dr. Vera Price
Vitamin D has been shown to be needed in a normal hair cycle. I don’t think other supplements are in that same category. Both Vitamin D and 

also ferritin are needed for a normal hair cycle, and I check both of these in patients with hair loss. But I don’t think there is similar information for 
other supplements.

 
Dr. Lynne Goldberg
I recently wrote a chapter with Dr. Lenzy about nutrition and hair. I’ve tried to gather all my patients taking biotin. I’ve tried to find some evidence, 

some reason, that biotin works, but I’m unable to find a single shred of evidence that biotin works for hair loss. Biotin for nails yes, but not for hair. 
(Nutrition and Hair. Clinics and Dermatology, Volume 28, Issue 4, Jul-Aug 2010, pp. 412-419. Elsevier.)

 
Dr. Vera Price
I think that perhaps the idea of biotin as a treatment for hair loss may come from a congenital condition in which children have a biotin deficiency 

and they don’t thrive well. They have ulcerations around all their orifices and they have no hair. When these children are given biotin for this congenital 
biotin deficiency, everything improves including their hair.  I suspect someone picked up on that and thought maybe biotin in adults might be helpful. 
I agree with Dr. Goldberg that there is no evidence for this in adults.

 
Patient 8: I’d like to comment that with my doctor’s research he has me taking an enzyme, NAC 600, but I’m not seeing any improvement yet.
 

q. Patient 9: I was recently prescribed tacrolimus for the scalp. Would you provide more information?
 
Dr. Vera Price
There is a well-known anti-inflammatory ointment called Protopic ointment. It is potent and well recognized for improving eczema. The only 

problem with it is that it is greasier than vaseline. It is too greasy for most people to apply to the scalp. The generic name for Protopic is tacrolimus. We 
have formulated tacrolimus in Cetaphil lotion. This has to be compounded by a compounding pharmacy, and although the FDA hasn’t approved it, 
we compound it in the same concentration, 0.1%, as in Protopic ointment. Unfortunately, many insurance companies won’t cover the compounded 
preparation, and patients have to pay for it. Some pharmacies will compound it for a reasonable price, like $157.00 for 2 ounces. Yesterday I heard from 
a patient whose pharmacy will compound it for $900.00.

 
Dr. Ken Washenik
It is like cortisone, an anti-inflammatory, used to treat inflammation.
 

q. If a patient has failed treatments, would you recommend a retrial or should we quit?
 
Dr. Yolanda Lenzy
Every patient is at a different place in his or /her journey. If someone is still symptomatic, I recommend that we continue to try things because that 

is a sign that the disease is still active. I don’t want anyone to be uncomfortable. In patients who have burned-out disease and they are comfortable with 
camouflage techniques, such as wigs, hair pieces, or just creative hair styling, that is fine. You have to be motivated to take time, money, and energy.  I’ve 
had patients who at some point say, “I’m OK with the things I’ve done.” Later, it may act up again and then we’ll try something for a period of time. 

Dr. Ken Washenik
It is individualized. Sometimes you’re losing your hair. It’s a matter of lose hair or do I want to risk the side effects. Do I want to spend the money, 

like $900? If you have pain, burning, or itching, then you probably want to go a little further into that inconvenience or risk of side effects or the 
expense because you want to do something. We see it all the time. We see a comparison with people with cancer. Do you want to do the fifth cancer 
treatment? Some people say, “I think I’ve had enough.” So it depends on how much it bothers you, even if there are no symptoms just hair loss. We do 
hair transplants on people. People come in for hair transplants and spend $12,000 because their hair loss bothers them enough that it is worth it. At 
the same time it has to be countered by a good, educated form of consent. I don’t want this hair loss, this itching, but at the same time I don’t want to 
lose my kidneys over it if the medication affects the kidneys. So together you come up with the best approach.

 
Dr. Victoria Barbosa
I say we’re not done until the patient says we’re done within reason. Patients too often hear from physicians, “Oh, it’s scarring. There is nothing we can do. 

You’re done.” That is sad. There are a number of topical medications, oral medications, and injectables that may or may not be appropriate in an individual 
case. We work down the list, and if you truly have exhausted everything on the list, then you might want to start again. Sometimes you respond the second 
time when you didn’t respond as well the first time. I have a couple patients on rotational therapy where something will work for a few months. When it 
stops working, we change to something else. By the time you cycle around again, it works again. So my basic rule is we are done when you say we are done.

 
continued on page 5

Expert Panel Q&A: Part II continued from page 3
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q. Does minoxidil help scarring alopecia in general? What about other agents—Plaquenil, lutein, and minoxidil—not 
necessarily approved for CCCA?

 
Dr. Victoria Barbosa
Minoxidil is approved to treat pattern alopecia. Is it OK for women to use the Men’s 5% solution? The answer is YES. Some women will develop 

a little unwanted facial hair while using minoxidil. Half of my patients already have a mustache and are having it threaded, so it doesn’t really matter. 
They want to do whatever is needed for their heads. 

Dr. Vera Price
Regarding minoxidil, one sold for men and one sold for women—this is for marketing purposes. It has nothing to do whether men or women can 

use one or the other. Both can use both, and one day we will have a 5% solution or 5% foam in a pink container marketed “ONLY for WOMEN.” It 
is the concentration that is relevant. The 5% solution is potentially a little more irritating than the 2% solution. The 5% foam does not contain pro-
pylene glycol, so there may be less irritation with the 5% foam than with the 5% solution. Many of my African American patients like the 5% solution 
because it is oiler and they like something oily. They are all the same price so you can try them. The 5% foam in women has actually been tested as a 
once-a-day product and will work. I also want to clarify the use of minoxidil in scarring alopecia. Minoxidil is used just to encourage any hairs that 
haven’t been completely scarred or destroyed to keep them growing. So when we’re talking about minoxidil and scarring alopecia, it is not the treatment 
for the active scarring process. It is to encourage growth of hairs that are still capable of being stimulated. 

 
Dr. Victoria Barbosa
I just wanted to clarify the unwanted hair growth. Either 2% or 5% minoxidil solution, if it gets on your face, may cause unwanted facial hair 

growth. With the 5% solution or foam, a small percentage of women who use it properly only on the scalp, wash their hands and don’t touch the face, 
will still develop unwanted hair growth. It is a small percentage though, and if you stop, the hair goes away.

 
Dr. Valerie Callender
I also want to comment on the vehicle when using minoxidil. I have a compounding pharmacy that I use in the Baltimore area that will actually 

send you your prescription in lotion form or made up in an ointment form if you prefer an ointment on your scalp. You are not necessarily restricted 
to solution or foam. There are other vehicles that might be more compatible with your hair style.

 
Dr. Lynne Goldberg
There are also some commercial minoxidil products that are not “Rogaine” that you can buy.
 

q. Atrophy in frontal fibrosing scarring alopecia and shiny forehead from steroid shots and steroid application—are these 
characteristic aspects of the disease?

 
Dr. Vera Price
When we describe a scalp as showing a scarring alopecia, we mean the normal pore markings are gone. It is smooth like an ice skating rink. When 

the  follicular markings are gone, the skin appears shiny.  

Dr. Lynne Goldberg
Dr. Price also mentioned in her lecture that she has seen prominent little blood vessels on the lateral forehead, even in patients with FFA who never 

used a steroid. This means that there is some atrophy from the disease process itself. 

Dr. Vera Price
You are speaking of the prominence of little vessels on the sides of the forehead. At first we were worried it was our injections causing the atrophy, 

but now that we’ve really been looking for it, this is a feature of scarring alopecia, especially in FFA patients who have never had cortisone injections. 
 
Dr. Lynne Goldberg
The good news about atrophy from the use of steroids injections or steroid creams is that it is reversible unless it goes on for a very long period of 

time. The depression in the skin, the thinning of the skin from cortisone injections or creams is reversible. The prominent blood vessels due to the 
scarring alopecia process may not be reversible.

continued on page 6

Expert Panel Q&A: Part II continued from page 4
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Expert Panel Q&A: Part II continued from page 5

q. Do the lipids in the hair follicle have any relation to the lipids in the blood and cholesterol? I’ve heard medications can 
cause scarring alopecia, and stopping medications can stop the disease. If this is true, what medications can cause scarring 
alopecia? 

 
Dr. Ken Washenik
Nothing has been shown yet to equate lipids or cholesterol problems in your blood with the metabolism of lipids that we were talking about in 

the skin, or the PPAR gamma story that is associated with scarring alopecia. So if you have high cholesterol, low cholesterol, high lipids, low lipids, 
triglycerides, we don’t see that being correlated with scarring alopecia. 

The other thing is there are allergies when you take certain medications. You break out, get a rash when you take that medication. None of us have 
seen scarring alopecias caused by any particular medication. 

(Note: When asked if anyone in the audience has seen a drug contribute to hair loss or make it worse, no one responded.)
 

q. Patient 10: two questions: Do statin drugs contribute to hair loss? Does hair coloring contribute to scalp sensitivity?
 
Dr. Ken Washenik 
To answer the first part, some drugs do cause hair loss. Some of you with high blood pressure take beta blockers and may lose hair. Lipid lowering 

drugs like the statins may be associated with hair loss and thinning of the hair, but not with scarring alopecia. We are not familiar with any drugs that 
cause LPP or other scarring alopecias.

Patient 11: When I first started losing my hair, I did a lifelong medical analysis of my medical history; use of four years of penicillin, use of steroids 
for bronchitis, and use of antibiotics. I can’t help but feel it did something.

 
Dr. Lynne Goldberg
That is very interesting as those medications, steroids and antibiotics, are used to treat scarring alopecia. The question is: Could drugs at one phase 

be causative and at one phase curative or used for treatment?  
 

q. Patient 12: With respect to frontal fibrosing alopecia, could someone comment on the rate of progression of the scarring?
 
Dr. Vera Price
The rate of progression for all these diseases is a very individual thing. We can’t predict when we see someone how far it will progress, how advanced 

it will get, and how fast it will do that. I have patients who progress very slowly and maybe after one or two years have only one to two centimeters reces-
sion, and I have other patients who in six to twelve months have receded five or six centimeters. There is really no predicting. Everybody is individual, 
like a fingerprint. I can tell you that we surveyed our group at lunch time and no one has seen frontal fibrosing extend backwards beyond the mid scalp. 
It can go all the way around the hair margins; how quickly is very individual. 

 
Patient 13: You mentioned the drug gabapentin for the nerves. I was prescribed that and was helped tremendously with the tingling and the itching.  

I took it orally. When I stopped it, I then remembered just how bad the itching had been.
 
Dr. Maria Hordinsky
We had that observation as well with gabapentin, so that is why we do use it right now, a topical 8%. It is compounded and we are asking for funding 

to do a clinical trial, but we are actually still studying the basic science part of it. But in the clinic, we do use it. We have to have it compounded. We 
discovered it through our pain management clinic for neuropathy, that crawly itchy feeling. We started to use it and it seemed effective, but we really 
have to prove its effectiveness. That is the next step. It is compounded in a liquid solution. 

 

q. How long should I take medication? How safe is doxycycline over an extended period of time? How do I know when 
it’s time for a new medication? What duration?

 
Dr. Maria Hordinsky
I think we answered this question earlier today. The answer will be very individualized, and it depends on the patient’s symptoms and signs, and 

how active the disease is. Lichen planopilaris, and all the scarring alopecias, can recur.  They may seem stable and inactive, then recur in two years, five 
years. Therapy has to be individualized, and we always respect what the patient wishes.

 

continued on page 7
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q. Could you please comment on chemical relaxers, flat ironing, African American hair styling, and hair color use with CCCA?
 
Dr. Valerie Callender
Right now we know that in CCCA the cause is unknown. There have been recent studies in looking at hundreds of women to see if there is an as-

sociation with any hair care practices. It is just a controversial area. One study showed there was an association with hair weaving. Another one showed 
there were no associations with chemicals at all or with heat or hair washing. And some were associated with fungal infections. So it is multi-factorial. 
Most of us who treat patients with CCCA do suggest decreasing heat. That includes the flat iron, hair dryers, hair blowers, as well as any chemicals. 
That includes not only relaxers, but also texturizers as well as some hair dyes. For my female patients who still want to use hair dyes because they are 
gray, I do okay this. 

Dr. Victoria Barbosa
I’d just like to add when there is an absence of science that is when common sense has to kick in. I agree with everything Dr. Callender said. Earlier 

Dr. Price said it was not life-threatening, but it is life altering. In a lot of African American women who have been wearing their hair straight since they 
were twelve, the notion of suddenly stopping relaxers and wearing natural styles is a huge identity issue. Some patients are willing to make the leap and 
others are not. So what I’ve learned to do is recommend women stop using relaxers. What I tell people is the less relaxer you use, the better. When you 
have a healthy scalp, use all the relaxers you want every six to eight weeks. When you have inflammation of your scalp, doing something irritating just 
doesn’t make good sense. What I say is the less relaxer you use from now on over your lifetime, the more hair you will have. Other women say, “You 
know, maybe I’ll spread it out from four weeks to ten weeks.” It is a choice. I also think you have to rank order how irritating procedures and chemicals 
are. Hair dyes can be irritating. They can give you allergic reactions as well. We’ve talked about that, but the order of magnitude of irritation from 
chemicals and relaxers is much, much higher. 

 

q. Patient 14: Is it the same for chemicals and hair dyes for FFA and lPP?
 
Dr. Victoria Barbosa
One of the questions is whether people with scarring alopecia have symptoms when they have their hair colored. If you get irritation from hair 

coloring, then you shouldn’t use hair color while you are dealing with an inflammatory scarring alopecia. The same thing applies to a perm. Coloring 
and perming are much less irritating than hair relaxing (straightening).

 

q. How underdiagnosed do you think cicatricial alopecia is or is it less rare than we think?
 
Dr. Yolanda Lenzy
I think cicatricial alopecia is underdiagnosed, especially in the African American community. Often, when I go to church on Sunday and see middle 

aged women with wigs on, I wonder what is going on under the wig and why are they are wearing a wig. Is it because they want to try another hair 
style or are they covering up their alopecia? Hence, when people in my office tell me, “My mother always wore a wig; she has hereditary hair loss,” we 
encourage them to bring their family members to the office. 

 
Dr. Victoria Barbosa
I’ve often said we have a bit of a marketing problem with central centrifugal cicatricial alopecia (CCCA), and also with the other cicatricial alopecias. 

It makes it very hard to educate people about diseases with names that are so long that doctors can’t even pronounce or spell them properly. Then when 
you talk to a women’s magazine about how important it is to educate women about lichen planopilaris, they say “No thanks!” I really feel we need 
snazzier names so that we can direct more attention to these conditions. 

 
Dr. Vera Price
Maybe we should just go back to calling these conditions scarring alopecia. That would be easier for magazines and everyone to say.
 

q. Patient 15: With my CCCA, I have tenderness, no itching, just tenderness. Is tenderness common with CCCA? Do 
CCCA patients have itching and other symptoms?

 
Dr. Valerie Callender
It varies. We have a lot of patients who have itching, but I have so many who feel nothing. They don’t even know they have hair loss at the top. 

They don’t have any symptoms whatsoever. They can’t see their scalp so they don’t know. So it varies from individual to individual. Not everyone has 
symptoms.

 

continued on page 8

Expert Panel Q&A: Part II continued from page 6
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Expert Panel Q&A: Part II continued from page 7

q. Can you justify the potential side effects of something like CellCept, which is a medication used to treat transplant 
patients and a disease like lPP where patients are otherwise healthy?

 
Dr. Victoria Barbosa
Can you justify it? Absolutely. Every medication has benefits and potential risk. Can we justify using stronger medications with more serious side 

effects in every patient? Absolutely not. I think we all have our favorite treatments. We all prioritize medicines with fewer side effects. That is why we 
often start with Plaquenil and doxycycline as systemic medications because generally they are well tolerated with infrequent side effects. The next group 
of medications is immuno-suppressive medications, which are needed for patients who do not respond to the first group. And the patient’s wishes are 
always a part of the choice of medication.

 
Dr. Vera Price
In your handout, you’ll see what we do at UCSF for medical treatment of scarring alopecias. We treat by what we call Tiers. With Tier 1 drugs, we 

have hydroxychloroquine (Plaquenil) and doxycycline for the lymphocytic alopecias. Then we have Tier 2 drugs when we are not able to calm symp-
toms and signs with Tier 1 meds. Tier 2 medications include mycophenolate mofetil (CellCept) and pioglitazone (Actos) and cyclosporine. In one 
retrospective study at UCSF,  patients with lichen planopilaris were given CellCept and we found that all symptoms and signs were eliminated in 84% 
of that group in six months. That meant we could stop the drug. That did not mean that symptoms and signs did not occur again in a few months or 
years. Then we restarted CellCept again. In general, there were relatively few side effects with CellCept. 

 
Patient 16: I’m a general medicine physician. I have frontal fibrosing alopecia and have a comment regarding Protopic ointment. It is very greasy 

and required six shampoos in the morning to remove it. For that reason, I use Elidel, an immuno-suppressant that comes as a cream and is covered by 
insurance. I find it really helps with  itching and redness. 

Dr. Vera Price
The difference between Elidel cream and Protopic ointment is that Elidel does not penetrate below the epidermis. Protopic ointment or com-

pounded tacrolimus in Cetaphil lotion penetrates into the dermis.
 

q. Patient 17: At what point—three months, six months—do doctors know Plaquenil or doxycycline aren’t working so 
you step to the next level?

 
Dr. Vera Price
In addition to biopsies, I use a flow chart for all my cicatricial alopecia patients. On this flow chart, I record symptoms (pain, itching, burning), 

signs (redness, scaling, etc.), pull test positive, spreading, and medications, at every visit, which is usually every three months. At a glance, you can track 
how the patient is doing. This helps to determine when to change to another medication. Sometimes another biopsy is needed after six months, if the 
patient is not responding, to see the nature and extent of inflammation. [Note to readers: The flow chart referenced in this caption is included on page 
12 of this issue of CARF Communiqué.]

Dr. Lynne Goldberg
The three-month mark is reasonable, but it might be a six-month mark as it may take longer for the medication to kick in, a few more months to 

actually decrease the symptoms. So three, six, somewhere in that range as it isn’t written in stone.
 
Dr. Ken Washenik
What we are talking about is very important: treatments for hair problems take months. Sometimes people will come in and say, “I tried this for a 

couple weeks. I tried that for a couple weeks.” For hair problems, it takes many months to see the response. 
 
Dr. Maria Hordinsky
About injections. Getting in to see a dermatologist can be difficult and sometimes intralesional injections work well to calm the symptoms and signs. 

You need to figure out with your dermatologist what interval works for you and arrange your appointments accordingly. Some patients get injections 
every three months and others need to be injected every four to six weeks. 

 

q. Given that cicatricial alopecia is relatively rare, where are the research dollars coming from?
 
Dr. Vera Price
Research dollars are coming from the Cicatricial Alopecia Research Foundation (CARF), and from patients and doctors. The research that resulted 

in finding the PPAR gamma deficiency in lichen planopilaris, frontal fibrosing alopecia, and central centrifugal scarring alopecia, started with a small 
grant from CARF, and that work has since received support from the NIH (National Institutes of Health).
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UPDATE ON RESEARCH FINDINgS
2011 CARF Research Grant Recipient: Hiroko Hama, PhD

Research Study:  
“Utilizing Skin Lipid Profiles to Identify Dermatological Diseases”

Biography
Dr. Hiroko Hama is a female researcher at the Medical University of South Carolina. She is Assistant Professor of 

Biochemistry and Molecular Biology, and did her postdoctoral fellowship training at Harvard Medical School and the 
University of California–San Diego. She has since done research at the University of Texas Southwestern Medical Cen-
ter in Dallas and Utah State University. 

Her lab’s research focuses on a class of sphingolipids containing 2-hydroxy fatty acids (hFA-sphingolipids). hFA-
sphingolipids are uniquely abundant in myelin in the mammalian nervous system. The enzyme fatty acid 2-hydroxylase 
(FA2H) is responsible for the biosynthesis of myelin hFA-sphingolipids. Mutations in the FA2H gene cause leukodys-
trophy (progressive degeneration of the white matter of the brain) in children. Her lab has developed FA2H knockout 
mice as a model of the human FA2H deficiency. They are using this mouse model to develop therapeutics for the 
leukodystrophy. Additional projects are aimed at elucidating the mechanism of how FA2H and hFA-sphingolipids are 
involved in myelination, glial cell signaling, and cell differentiation.

Background
It is believed that mutations in the sebaceous gland structure are partially (or wholly) responsible for cicatricial 

alopecias. The sebaceous gland opens into the hair follicle infundibulum, which is the top-most part of the follicle, which opens to the skin. Also, the 
sebaceous gland is a holocrine gland, meaning that after a certain amount of sebaceous material accumulates in the gland, it is discharged in its entirety 
into the hair follicle. When patients with CA undergo a tissue biopsy, the pathologist will observe a replacement of the normal sebaceous gland with 
scar tissue. 

Research
Dr. Hama’s group is using thin-layer chromatography to characterize the sebum content of normal mice and that of FA2H knockout mice (mutant-

CA models). Mouse sebum contains five major classes of lipids: sterol esters, wax monoesters, wax diesters, triacylglycerols, and sterols. Dr. Hama’s 
group has been focusing on the analysis of wax diesters in mouse sebum. Contrary to previous reports only documenting type II wax diesters in mouse 
sebum, their group has identified type I wax diesters as well.

They are also looking under the microscope to understand the histologic differences between mice with normal (wild-type) sebaceous glands and 
those that lack the fatty acid 2-hydroxylase enzyme (FA2H mutant mice). They have already observed that mutant mice have abnormalities of the hair 
follicle infundibulum and abnormally elongated follicles during the late anagen (growth) stage. They also have observed defects in the formation of 
sebocyte droplets. Normally, lipid droplets accumulate as they migrate toward the opening of the gland. In mutant mouse glands, they fail to fuse, sug-
gesting a defect in sebocyte maturation and migration. Lipid droplets are normally clear and homogenous, but mutant lipid droplets appear irregular 
in size with an electron-dense substance within the droplets. Some of the droplets were ruptured and others were surrounded by multiple layers of a 
membranous substance, also suggesting that FA2H mutant mice have defects in sebocyte differentiation.

Lastly, the research group analyzed the hair cycle after wax stripping normal and FA2H mutant mice. They found a grossly abnormal cycle in the 
mutants, while most follicles remained in a transitional catagen stage rather than entering the telogen (resting stage, which then goes onto the anagen 
growth phase). They also found that the overall architecture of the mutant follicles was significantly different from the normal follicles.

Conclusion
So far, Dr. Hama’s data suggests that sebaceous lipid profiling could be a simple approach to identify sebaceous abnormalities within cicatricial 

alopecia. They have specifically found that FA2H mutant mice have alternations in sebaceous gland maturation, migration, and hair follicle cycling. 
Dr. Hama and colleagues are preparing a manuscript entitled “Fatty acid 2-hydroxylase deficiency causes cicatricial alopecia with sebaceous gland ab-
normalities,” to apply for additional NIH grant applications.

Hiroko Hama, PhD
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UPDATE ON RESEARCH FINDINgS
2011 CARF Research Grant Recipient: Marlon R. Schneider, DVM, PhD, MSc

Research Study:  
“The Role of the Perilipin Family of Lipid Droplet-Associated Proteins 

in Sebaceous Lipogenesis”
Biography

Marlon R. Schneider was born in Brazil, where he studied veterinary medicine at the UFRGS University in Porto 
Alegre (1990-1995). In 2001, he obtained a PhD from the Ludwig-Maximilians Universität München (Munich, Ger-
many). After postdoctoral training at Columbia University, New York City (2001-2002), he returned to Munich where 
he has been working as a research associate, and since 2010 as a group leader and assistant professor. The main interest 
of his group is the role of the epidermal growth factor system in health and disease, particularly in the skin and skin ap-
pendages. He also has a long-standing interest in the development and biology of the sebaceous gland as well as the role 
of this fascinating structure in human disease. Dr. Schneider is a member of the European Society for Dermatological 
Research and he has both published in and served as an expert reviewer for several dermatological journals, including 
the Journal of Investigative Dermatology, Experimental Dermatology, the British Journal of Dermatology, and the 
Journal of Dermatological Science. In addition to the CARF, Dr. Schneider has received financial support from other 
foundations, including the German Research Foundation (DFG), the Bavarian Research Foundation, and the Else-
Kröner-Stiftung. In 2010, he was awarded the Schöller-Junkmann Prize from the German Endocrinology Society. Dr. 
Schneider and his wife live in Munich; they have a 4-year-old daughter and a 2-year-old son.

Background
Normal sebaceous cell formation and activity appears to be affected in cicatricial alopecias. The authors in this study examined the transcription 

factors involved in sebaceous gland formation. Specifically, they looked at how different microRNAs are expressed during sebaceous lipogenesis. Most 
genetic information is encoded in DNA (deoxyribonucleic acid), which is translated to the mirror image RNA and exported from cell nuclei to other 
parts of the body for translation into actual proteins. However, there are noncoding parts of the genome called microRNA that appear to control the 
peripheral effects of the RNA. These microRNAs are an area of active research, and have been associated with the progression of malignant melanoma, 
psoriasis, and atopic dermatitis (eczema). One enzyme called DICER is essential for the development of normal microRNAs in mice. Without this 
enzyme, the mice die neonatally without developing a hair coat. 

Research
The authors took cultured SZ95 sebaceous cells and inserted a silencing RNA to downregulate the DICER enzyme, a cytoplasmic ribonuclease 

III-like enzyme that performs the final cleavage of precursor microRNAs. This resulted in significantly decreased lipid synthesis compared with con-
trols. Thus, they proved that the DICER enzyme is required for sebaceous lipogenesis. Then linoleic acid and ciglitazone were added to increase the 
rate of sebaceous lipogenesis in order to identify which microRNAs were the most active and at what time point. They identified 12 microRNAs that 
were upregulated and 9 microRNAs that were downregulated. They then used microarray analysis to validate a differential regulation for miR-203, 
miR-574, -3p (both upregulated), and miR-7 (downregulated). The two microRNAs that were observed to be upregulated have been associated with 
keratinocyte (skin cell) differentiation before.

Conclusion
There is little doubt that sebaceous glands appear to be affected in patients with cicatricial alopecia. Dr. Schneider’s complex work on the genetic 

role of microRNAs in determining sebaceous gland activity will help better understand the etiology of these scarring alopecias.

(Findings published in Biochimica et Biophysica Acta, 1803 (2013) 4642-4649. Elsevier; May 17, 2013.)

Marlon R. Schneider, DVM, PhD, 
MSc
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support group news
Report from San Francisco 

Marilyn Ey, Patient Support Group Leader

Our San Francisco group members have shared the following information:

1.  Swim Wear: NammuHats.com offers swim caps that tie in the back and provide sun protection.

2.  tea tree Oil: Several patients suggested tea tree oil for soothing irritated scalp. One of these was Essential Oil by Argon.

3.  Cooling Apparel: Sweat in hair follicles is irritating and can worsen cicatricial alopecia symptoms. Displayed at a meeting were the following 
cooling cloths: FroggToggs.com, Chilly Pads; MissionAthletecare.com. Enduracool Instant Cooling Cloth; GrabberInc.com, Magic Cool. Some 
cloths can be styled making a “cool” fashion statement.

4.  Stress Reduction: Patients shared how stress directly was related to their hair disease flare-ups. The next time you have a flare-up, think back to 
the last time you experienced stress. As Dr. Vera Price said, “Stress doesn't help any disease, but it also is not the cause.”

5.  tacrolimus RX: We discussed the two topical prescriptions containing the drug tacrolimus: “Protopic ointment” is tacrolimus in a greasy base 
whereas “C-Tacro” is tacrolimus compounded in Cetaphil cleanser. Once or twice a day apply small amounts directly on the scalp on the affected 
areas and 1/2 inch beyond to the surrounding hairy areas. Do not apply to bare scalp where the disease has already destroyed the hair follicle. 
Tacrolimus is an anti-inflammatory medication similar to topical cortisone, and it soothes itching, burning, and scaling, but without the side-
effects of long-term application of topical cortisone; it does not cause atrophy or thinning of the skin. It does not promote hair growth.

6.  Donations: CARF uses tax-deductible donations to provide funds for research to find effective treatments and a cure, to support education and 
advocacy, and to raise public awareness. Consider asking friends, family and business associates to make a donation to CARF. Those who have 
made a donation in 2013 are listed on page 19 of this newsletter.

7.  Fragile Hair: Even though the following isn’t associated with cicatricial alopecia, it was discussed at our meeting. Dr. Vera Price provided the 
Pricewell Special Treatment for Fragile Hair article for those who have hair that breaks easily. 

 

continued on page 12

Pricewell Special Treatment for Fragile Hair
Dr. Vera Price provided the following practical information about Pricewell Special Treatment for Fragile Hair.
It was originally formulated for African American hair that is fragile and breaking (“won’t grow”). It is a cream preparation 

in a jar and generally too greasy for Caucasian hair.  We have since found that Caucasian women who have “Big” hair —and 
need something to control the huge volume—also love this product.

How to Apply
It is applied once a day, to wet or dry hair:  Apply a nickel-size dollop on the palm, rub the palms together, and then ap-

ply the cream to the surface of the hair and spread through the hair by gently kneading. Do not use any other conditioner or hair/scalp preparation 
because the Pricewell product needs to be in contact with the hair surface. The product makes the hair softer, more bendable and less fragile, and 
helps it to grow without breaking and to grow longer. It is not a “magic potion.”

Along with applying the Pricewell product, it is equally important to handle the hair as little and as gently as possible. Avoid brushing or massag-
ing to “stimulate growth” because this causes more breakage of fragile hair. Decrease use of perms and heat. Use large combs with well-spaced teeth 
and rounded tips. Stop brushing and massaging. 

It may take 2 to 4 years before the hair grows normally. In the meantime, temporary adjustments to hair styling may be needed. Wigs will give the hair 
a rest. Hair extensions also give the hair a rest and allow it to grow, but the hair must not be pulled tightly at the scalp end or more breakage will result.

8.  Physician Flow Chart: A Physician Flow Chart is used by some doctors to record disease activity and treatment effects. A suggestion was made 
that the flow chart could be a uniform tool for recording treatment effects of all cicatricial alopecia patients. Consider printing it and sharing 
it with your doctor.

  See the sample Physician Flow Chart on page 12, provided by Dr. Vera Price of the University of California San Francisco. This is an example 
only. Please note that the use of a flow chart is not the standard of care and physicians may choose other methods to monitor their patients.
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UCSF Cicatricial Alopecia Standardized Flow Chart for Physicians 
(For LPP Activity Index or FFAAI)

Name  _______________________________      

Diagnosis  ___________________________     

DATE OF VISIT

Symptoms/Signs [Scale 0-3] (see below)

A. Pruritus

B. Pain

C. Burning

D. Erythema

E. Perifollicular erythema

F. Perifollicular scale

# Crusting

# Pustules

Pull test:  Anagen hairs/Total hairs      
  0 = NEG,  1+ = POS

Spreading: 0 = NEG,  1 = +/– , 2 = POS

Dimensions/Extent

# Loss of follicular markings

# Tufting

# Telangiectasia

# Atrophy

# Pigment change       

Other skin, nail, mucous membrane

Labs  
CBC

AST/ALT/Alk Phos

G6PD

Eye exam

BUN/CR

Blood Pressure

Culture & Sensitivities

Treatment/Comments

Biopsy

Photographs

F/u visit:

Symptoms and Signs:     0 = negative           1 = +/–          2 = +       3 = ++,+++

# Enter   + or  –   (positive or negative)

LPPAI (or FFAAI)  =  (0–10) = (A+B+C+D+E+F)/3 + 2.5 (Pull test) + 1.5 (Spread/2)

Physician Flow Chart Instructions

 The Flow Chart is intended to monitor the symptoms, signs, and progress of a patient’s cicatricial alopecia since hair regrowth is not a possible outcome. 
The flow chart uses several subjective and objective markers as a way of charting the patient’s response to treatment.

 The first part of the flow chart (A, B, C) tracks symptoms, and this can be done by the patient on a scale of 0, 1, 2, 3. However, the rest of the flow chart 
requires a dermatologist to track and score. The two references are examples of how the flow chart was used to evaluate the response of lichen plano-
pilaris to plaquenil and to mycophenolate mofetil (CellCept). 

 References:
 Chiang C, Sah D, Cho BK, Ochoa BE, Price VH. Hydroxychloroquine and lichen planopilaris: efficacy and introduction of lichen planopilaris activity index 

(LPPAI) scoring system. JAAD. 2010; 62:387-392.
 
 Cho BK, Sah D, Chwalek J, Roseborough I, Ochoa BE, Chiang C, Price VH. Efficacy and safety of mycophenolate mofetil for lichen planopilaris. JAAD. 

2010; 62:393-397.
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support group news
Report from New Orleans

Marilyn Hammond and Nicole Rogers, MD

Fourteen ladies from Lafayette, Baton Rouge, and the greater New Orleans area gathered in New Orleans on Sunday, August 11, 2013 for the South 
Louisiana Support Group’s quarterly meeting. The topic of the meeting was cosmetic tattooing, which was very interesting and applicable to many 
patients with cicatricial alopecia. In particular, there were many attendees who suffer from frontal fibrosing alopecia who were there to learn about 
cosmetic options for their disappearing eyebrows. 

The meeting was hosted at the office of Ms. Debbie Guastella, a licensed local cosmetic tattoo artist. Ms. Guastella has extensive experience work-
ing with plastic surgeons, both locally and internationally, to provide medical tattooing of the areola after breast reconstruction. She provided a very 
entertaining and informative overview on permanent and corrective cosmetics. She explained how the risk of allergic contact dermatitis is very low 
because she uses only mineral dyes and no organic (plant-based) dyes. She also explained how different tattoos last for different amounts of time, based 
on how dark they are. Darker browns may last 5 or more years, while blonde and reddish tints tend to wear off sooner. Patients may return to “touch 
up” their tattoos at anytime.

One lucky lady, Gerry Ward, who had lost most eyebrows to frontal fibrosing alopecia, volunteered to undergo a demonstration cosmetic tattooing 
by Debbie during the meeting. After letting Gerry sit with topical numbing gel for 20-30 minutes, Debbie carefully outlined the area to be tattooed 
with a colored pencil. She used a device to measure the distance between the eyebrows and the distance from each brow to the eye below it. Then, she 
used her advanced tattooing machine to create a pair of perfectly arched brows that were just right for Gerry’s coloring. The entire group watched with 
interest, and several signed up as clients to undergo a session themselves! 

For the October meeting, the group hosted Dr. Catherine Champagne, who is a well-known nutritionist at Pennington Biomedical Research Center 
in Baton Rouge. She educated the group about a number of anti-inflammatory foods and specifically described the benefits of the DASH diet. Inter-
ested parties can contact Dr. Rogers for more information about this diet.

Debbie Guastella spoke to the CARF support group members.

Gerry was pleased with her final results.

Tattoo artist Debbie Guastella with CARF support group member Gerry Ward.

Debbie outlining the brow position prior to tattooing.
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AADA 2013 Legislative Conference—Washington DC
Melanie Stancampiano, CARF Associate Executive Director 

In September 2013, Rita Wanser, CARF Chairman of the Board, and Melanie Stancampiano, Associate 
Executive Director, attended the Coalition of Skin Diseases Development Day and the American Academy 
of Dermatology Association’s Legislative Conference in Washington DC. As a member of the Coalition of 
Skin Diseases, CARF has the opportunity to network with other patient advocacy groups and learn from 
their experience. We discussed how each of our groups works effectively with volunteers and raises funds, 
and learned about options for building and maintaining a patient registry, all important topics for CARF. 
The Coalition of Skin Diseases has a relationship with the American Academy of Dermatology (AAD), 
which allows CARF to have a presence at their annual conferences, including their Annual Meeting, Sum-
mer Meeting, and Legislative Conference. At the Legislative Conference, Rita and Melanie were educated on 
congressional matters relevant to dermatologists and their patients along with approximately 150 physicians 
and patient group representatives. They then met with 6 Senators and Congressmen and their staff members 
to request they repeal sequestration, specifically as it relates to NIH funding. All offices said that they sup-
ported refunding $32 Billion to the NIH, and were sympathetic to patients of rare diseases/disorders. 

BIO Orphan Disease Forum—Chicago 
Victoria Ceh, MPA, CARF Executive Director 

In April 2013, Victoria Ceh, MPA, CARF Executive Director, and Melanie Stancampiano, 
CARF Associate Executive Director, attended the BIO Convention’s Orphan Disease Forum and 
regional meeting of the National Organization for Rare Disorders (NORD). 

In the U.S., a rare disease is defined as affecting less than 200,000 patients at any given time. 
There are approximately 7,000 rare diseases that affect 25-30 million Americans. 70-75% of 
these have a prevalence of less than 100,000. Approximately 200 rare diseases have an approved 
therapy. Four out of 5 have a genetic basis. The International Rare Diseases Research Consortium 
(IRDiRC) was launched in 2011 by the European Commission and the U.S. National Institutes 
of Health (NIH) with the objective to have 200 new therapies and means to diagnose most rare 
diseases by 2020.

As an aside, the CARF Scientific Advisers have discussed the prevalence of cicatricial alopecia, 
and we can safely assume that LPP, FFA, and neutrophilic cicatricial alopecias are indeed rare 
disorders. There is a question of whether CCCA can be classified as a rare disorder. Physicians 
who see these patients claim that the numbers are too large among the African American com-
munity and do not believe that CCCA is a rare disease. The NIH and the Office of Rare Diseases 
considers cicatricial alopecia to be a rare disease.

In hearing from biotech companies, pharmaceutical companies, and patient groups at the BIO 
conference, it was noted that most rare disease groups appear to follow the same process in order to understand their diseases and accelerate 
drug/therapy discovery, including at the front of the spectrum doing natural history studies and developing patient registries. The CARF Board 
of Directors and Scientific Advisors are exploring opportunities for CARF to follow this model.

Once the scientific basis and possibly (hopefully) the genetic basis of a disease is determined, then therapies can be developed. The challenge 
with rare diseases, or orphan diseases, is that because any new therapy would not be sold in large quantities, there is an obvious financial disincen-
tive to pharmaceutical companies to develop such a therapy. To counter this, the Orphan Drug Act was passed in the U.S. in 1983 with lobbying 
from NORD and many other organizations. The Act is meant to encourage pharmaceutical companies to develop therapies for diseases that have 
small markets. Companies that develop such a therapy qualify for certain benefits including tax incentives.

The BIO conference included several panel discussions with thought leaders from pharma, biotech companies, insurance companies, and patient 
groups—discussing challenges and lessons learned from orphan drug development. There was discussion of the role of patient groups. There was 
a session on navigating the special challenges of commercializing biologics for rare diseases, including distribution, partnerships, and coverage/
reimbursement from insurance companies. A clear message was for collaboration among the stakeholders to continue to push the process.

The NORD regional meeting was quite informational as well. The focus was on research processes for rare diseases. In addition, patient groups 
shared their experiences and ideas. All groups had a similar passion and drive to increase interest of their disease among researchers.

(left to right) Victoria Ceh, MPA and Melanie Stancampiano par-
ticipating in NORD Chicago Regional Membership Meeting, April 
24, 2013. 

advocacy & awareness

Melanie Stancampiano with Illinois delegation at the of-
fice of U.S. Senator Dick Durbin.
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7th World Congress for Hair Research
May 4-6, 2013 • Edinburgh, Scotland

The World Congress of Hair Research (WCHR) is a meeting 
that previously occurred every 3 years (last one was 2010 in Cairns, 
Australia) and in the very recent years has become an annual event. 
The most recent WCHR occurred May 4-6, 2013 in Edinburgh, 
Scotland and was hosted by the European Hair Research Society. 
There are six hair research societies that rotate hosting the meet-
ing: Australasian Hair and Wool Research Society, European Hair 
Research Society, The Hair Research Society of India, The Korean 
Hair Research Society, The Society for Hair Research (Japan), and 
the North American Hair Research Society.

The 2013 WCHR was scheduled immediately prior to the In-
ternational Investigative Dermatology meeting, which also took 
place at the Edinburgh Convention Centre.  Nearly 600 attendees 
from 47 countries attended the 2013 WCHR.  

A full post-meeting report may be read at: http://www.carfintl.
org/research-symposiums.php. The following is a relevant excerpt from the report:

“Pratima Karnik (Ohio, USA) spoke about the role of xenobiotic receptors in cicatricial alopecia, and spe-
cifically on the role of the aryl hydrocarbon receptor. To delineate the role of this receptor in the skin, Prati-
ma Karnik developed a transgenic mouse model, which overexpresses the aryl hydrocarbon receptor in the skin. These mice developed 
clinical and histopathological phenotypes, which resemble scarring alopecia. In addition for suggesting a new model for investigating 
scarring alopecias, this study emphasizes the potential connection between the environment and the development of scarring alopecias.”

CARF literature and research grant applications were displayed and disseminated at both the World Congress for Hair Research and the Interna-
tional Investigative Dermatology meeting. In addition, many of the CARF Scientific Advisors and Board members presented at and attended one or 
both meetings.

The next World Congress for Hair Research will take place May 14-17, 2014, in Jeju Island, Korea. www.hair2014.org 

Cicatricial Alopecia Discussed at the International Society of 
Hair Restoration Surgery’s 21st Annual Scientific Meeting, 

October 23-26, 2013 • San Francisco, California, USA
At the recent annual scientific meeting of the International So-

ciety of Hair Restoration Surgery (ISHRS), Dr. Vera Price partici-
pated as a guest lecturer and spoke on cicatricial alopecia in both the 
general session and in a focused workshop. The workshop also in-
cluded faculty members and dermatologists Drs. Jennifer Fu, Paradi 
Mirmirani, Marcelo Pitchon, Paul Rose, and Ingrid Roseborough. 
Dr. Jeffrey Donovan moderated a session on Cicatricial Alopecia and 
Non-Androgenetic Alopecia, as well as gave a related talk. Dr. Nicole 
Rogers, editor of the CARF Communique, also served as a faculty 
member at this meeting.

The meeting included 900 participants from 50 countries, in-
cluding over 500 physicians who specialize in hair loss and hair res-

toration. Topics ranged from surgical techniques for hair transplantation, medical therapies for androgenetic 
alopecia, hair research and science, to specialty topics including considerations for ethnic hair restoration, body 
hair FUE, and female hair loss.

Dr. Vera PriceWe gratefully acknowledge the ISHRS for the photos.

advocacy & awareness

Dr. Elaine Fuchs (NY, USA) delivered one of the 
keynote addresses at the 2013 WCHR. 

Dr. Nicole Rogers (LA, USA), Dr. Vera Price (CA, USA), and 
others participate in the audience Q&A.

We gratefully acknowledge the WCHR for the photos.

Dr. Jeffrey Donovan
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advocacy & awareness

 CARF will again participate in Rare Disease Day, which is an international advocacy day to bring widespread recognition of rare diseases 
as a global health challenge. The day is celebrated on the last day of February every year, and is schedule to take place on February 28, 2014. 
There are nearly 7,000 rare diseases affecting nearly 30 million Americans. In other words, almost one in ten Americans are suffering from rare 
diseases. As you likely know, besides dealing with their specific medical problems, people with rare diseases struggle to get a proper diagnosis, 
find information, and get treatment. The rarity of their conditions makes medical research more difficult. 
 If you would like to get involved in advocacy events happening in person and virtually at the international, national, state, or local level in 
2014, visit http://rarediseaseday.us/ for US information and www.rarediseaseday.org for international events.

You Can Help Increase Awareness—
Share Your Journey

Patients can help increase awareness of cicatricial alopecia by sharing their stories. Inform your hair 
dresser; educate your health care provider at your next visit—e.g., family physician, internist, OB/GYN, 
dermatologist, nurse practitioner, medical assistants, nurses. Describe your journey with cicatricial alo-
pecia: what it feels like, how long it took to get the correct diagnosis, and how you cope with hair loss. 
People remember personal stories from the heart: they are filled with emotion. Others will recognize 
how important this is to you. You may find this challenging or emotionally difficult, but remember, 
nobody can relate your journey like you can! Take control. Share to educate. 

A quote from a CARF volunteer patient with FFA:

“Word of mouth really helps networking Cicatricial Alopecia awareness. My neighbor asked me about alopecia that a 5-year-old boy had. I 
knew it was probably Alopecia Areata and gave her the NAAF website and conference info. The family attended that conference and got the sup-
port they needed. My hair stylist was able to help another client who also had FFA. The client's dermatologist misdiagnosed her. She finally went 
to my local derm who did a biopsy and got proper treatment.”

2014 Theme: Join Together for Better Care

Caring for people living with a rare disease has many facets. Some patients have access to medicines while others have no treatment available. Some 
patients are fairly independent while others require intensive physical assistance and equipment. Care can consist of special equipment, expert medical 
consultation, physical therapy, social services, medicines, respite for family members, and much more. For most children and adults living with a rare 
disease, primary care is provided by family members.

Rare Disease Day 2014 focuses on care and encourages everyone in the rare disease community to Join Together for Better Care.
Patients and their families who feel isolated by the rarity of their disease should know that there are more than 6000 different rare diseases affect-

ing over 60 million people across Europe and North America alone and millions and millions more throughout the world. Most of these diseases are 
genetic, serious, chronic, and debilitating. Each disease is different, but they affect people in similar ways. Joining together can help patients and their 
families find common solutions for care and remind them they are not alone.

Healthcare professionals, researchers, pharmaceutical companies, and policy makers also frequently feel isolated in their struggle to find and provide 
care for rare diseases. Experience shows that bringing together scattered knowledge and resources for people living with rare diseases is the most efficient 
and effective way to mobilize the care patients and families need and deserve.

The theme for 2014 highlights that the many different facets of rare disease care represents a universal need for patients and their families around 
the world. Advocating at the local and national level to improve the lives of people living with a rare disease and their families is necessary.

Considering rare diseases from an international perspective is also essential to send a strong message of hope to the millions of rare disease patients 
and families throughout the world who can break their isolation through a vast, united international network of solidarity.

This year Rare Disease Day encourages us to continue finding ways to work together to provide the different kinds of care that people living with 
a rare disease need.
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2013 Accomplishments
CARF had a busy year! We are pleased to report on how we supported the mission in 2013. We know we do not 

achieve the many accomplishments alone, and appreciate and thank all who have supported CARF by volunteering 
their time, sending in ideas and comments, sharing their stories and experiences, giving moral support, and/or provid-
ing financial donations. We look forward to your continued support. Thank you to the CARF Board of Directors and 
Scientific Advisors—all of whom dedicate countless volunteer hours and have a common passion for better under-
standing this complex disease. 

Some of the new initiatives started in 2013 will continue into 2014. Read on to examples of how we supported 
the mission in 2013. 

RESEARCH & PROFESSIOnAl EDuCAtIOn

3 Provided CARF research grants totaling $24,000 to the following recipients:

   • Endogenous retinoids in the pathogenesis of cicatricial alopecia
  Dr. Helen Everts, Ohio State University & Dr. Wilma Bergfeld, Cleveland Clinic Foundation

 • Epithelial-mesenchymal transition (Emt) of human hair follicle epithelial stem cells in situ: Identification of controls that can be 
  targeted to suppress scarring in lichen planopilaris and chronic cutaneous lupus erythematosus
  Dr. Matthew Harries, Dr. Iain Haslam & Professor Ralf Paus, University of Manchester, UK

 • Cicatricial Alopecia in tal1 mutant mice
  Dr. Christopher S. Potter, The Jackson Laboratory

3 Established broader outreach and wider dissemination of “Call for Research Grant Proposals”
3 Executed efforts to activate the scientific community to generate more interest in cicatricial alopecia and cultivate those physicians and 

scientists newly interested in cicatricial alopecia
3 Planned and encouraged sessions on cicatricial alopecia at major hair research meetings
3 Attended the American Academy of Dermatology (AAD) annual meeting and the World Congress for Hair Research & International 

Investigative Dermatology (IID) meetings, where our CARF Scientific Advisors met to discuss the latest in the treatment and research of 
cicatricial alopecia 

3 Determined the next Cicatricial Alopecia Research Symposium to take place in 2016
3 Developed a plan to better educate health professionals who treat hair loss patients—increase knowledge and diagnostic skills as they 

pertain to cicatricial alopecia

PuBlIC AWAREnESS & EDuCAtIOn/ADVOCACY

3 Disseminated information on cicatricial alopecia via related organizations and various events—Coalition of Skin Diseases, Hair Founda-
tion consumer event, National Organization for Rare Disorders, NYC Hair Loss Symposium, International Society of Hair Restoration 
Surgery Annual Meeting, and North American Hair Research Society Scientific Meeting.

3 Wider dissemination and promotion of our CARF brochures on cicatricial alopecia and CCCA to the medical community to share with 
their patients

3 Developed strategy for Facebook and website links on related groups’ sites
3 Participated in the AADA Legislative Conference in Washington DC, having meetings in six legislative offices about issues relevant to 

patients of rare dermatologic diseases

PAtIEnt SuPPORt

3 Continued CARF Patient Support Groups in 10 cities spanning the United States and Canada, and the newly formed group in London
3 Created Support Group Leaders listserv to facilitate the exchange of information
3 Initiated and developed plans for  the 2014 CARF Patient-Doctor Conference
3 Developed process for patient outreach contacts
3 Launched new CARF website and new online subscriber database for better online stability, easier updating, and more streamlined 

processes
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DIAmOnD BEnEFACtORS $10,000 +

Anonymous Husband
James Heerwagen
International Society of Hair 
  Restoration Surgery
Eva Le Bon

GOlD BEnEFACtORS $5,000 to $9,999

Anonymous 
Johnson & Johnson Family of Consumer 
  Companies Contributions Fund
Spencer Forrest, Inc.

SIlVER BEnEFACtORS $2,500 to $4,999

Janet and Tom Hough

BEnEFACtOR $1,000 tO $2,499

Anonymous
Nancy Gates
L’Oreal USA
Susan Miner
Nicole Rogers, MD
Dana Roizen
Ray Rosenman Living Trust

SPOnSORS $500 to $999

Mary Clay
Marilyn Ey
Achiamah Osei-Tutu, MD 
  (from the Women of Color Hair Loss 
   Symposium March 18, 2013)
Gabrial Sciallis, MD
Soroptimist International of Chico
Diane Stephenson-Moe
Betsy Sullivan

PATRONS cont.
Aaron Horton
Robin Howard
Jessica Iroanya
Irene Johan
Shelby Keiser
Judith Lewis
Suzanne Little
George Mantikas
Laura Marconi 
Linda McDonough
Carol McGovern
Kathleen Moriarity
Colette Murstein
Cynthia Nelson
Beverly Nicbols
Margaret O’Brien
Patricia Rheaume
Rene Rieser
Eva Roberto
Engay Ross
Antoinette Rowe
Elizabeth Ruhland
Zelma Ruiz
Maureen & John Saar
Gideon Sasson
Delores Schaaf
Debra Shaver
Kathy Shearer
JoAnn Silverstein
Dawn Simons
Nadine Smedshammer 
Carol M. Smith
Margaret Smith
LaNora Stokes
Patricia Thomas
Marianne Tinagero
Diana Toomajian 
Susan Tosk
Ellen Vandenburg
Helle Voldbaek
Judy Wagner
George Wanser
Geraldine Ward
Aoife Wasser
Deborah White
Nancy White
Andrew Wos
Yvelin Yang
Monica Yearwood
Raye Ziring

GRAnD PAtROnS  $101 to $499

Teresa Anderson
Anonymous
Marilyn & Frank Dorsa
Kenneth Dorsey
Iris Ellis
Janice Gehlhausen
Barbara Hall
Dr. Iltefat Hamzavi
Melody Kriteman
Elayne Kuehler
Ellen Pedersen/AT&T United Way
Evan & Amy Price
Len Sperling, MD
Pam Tulman / Myers Vitkin Foundation
Matt Vasgerdsian
Mark Waldman
Judith Walsh
Mary Wilson
Pamela Zupo

PAtROnS up to $100

Brooke Abbruzzese
Yohannan Abraham
Diane Alessandra
Barbara Baker
Vanessa Bauch
Esther Bendik
Robert Bernstein
Cher Boisfontaine Tharp
Janice Brown
Kathy Broyles
Diane Butler
Gilbert Canton
Kay Chapman
Joan Chasen
Cynthia Chauvin
Barbara and S. Scott Chowtavi
Judith Corrado
Edwina Costley
Donna Coulson
Carmel Engel
Florida Academic Dermatology Centers
Sue French
Janice Gehlhausen
Linda Globerman
Peter Goldman
Diane Hayes
LaVonne Hendricks
Frances Henn

CARF Donations 2013
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. Thanks to your contributions we continue to fund vital research and provide support to patients 
around the world.
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Join the eScrip Program to Help Fund CARF Research 
CARF has enrolled in the eScrip fundraising program. You can benefit CARF without any out-of-pocket expense. 
Shop for groceries, airline tickets, personal purchases, and/or dine out—it’s simple and free! Participating mer-
chants contribute a percentage of  your purchases made on your credit or debit/ATM card to CARF. Invite your 
extended family and friends to support CARF by joining eScrip and designating CARF as the organization they 
wish to benefit. Check out the eScrip website for participating merchants. Shop retail or online. 

To select CARF, go to www.eScrip.com and indicate us as your beneficiary. (CARF’s Group ID # is 500020699.) Funds generated with your pur-
chases will support CARF‘s ongoing patient support, patient education, and research to find better treatments and a cure for cicatricial alopecia.

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 
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: For more information, contact Maggie at 
minneapolissupportgroup@carfintl.org 

NEW YORK CITY
For more information, contact Laurence and Ilene at 
newyorksupportgroup@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

manchester: For more information, contact Annete at 
manchesteruksupportgroup@carfintl.org

CARF is a proud participant of Rare Disease Day 
(http://rarediseaseday.org) 

Rare Disease Day is the last day of February each year, so the 28th—or 
the 29th, coming from when it lands on leap year being a “Rare Day.”

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

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