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National Alopecia Areata Registry

Introduction to the Registry

Written by Kathleen Ann Hunzicker, M.D.

The Alopecia Areata Registry is set up for the registration and data collection of all individuals with a confirmed diagnosis of alopecia areata and their family members. All people diagnosed with alopecia areata (AA), alopecia universalis (AU), alopecia totalis (AT), patchy persistent AA (AAP) or transient AA (AAT) may participate in the Registry.  Unaffected family members may also participate. 

A registrant must have 1) a diagnosis from a dermatologist (not any other medical specialist) and 2) residence in the U.S.A.  The funding for this research is from the National Institute of Health and the National Institute of Arthritis and Musculoskeletal Diseases in Washington, D.C.  People who live outside of the United States cannot participate. 

No treatment is offered in this Registry.  It is purely for research.  However, by registering, all participants will be made aware of new clinical trials that may be offered in the future.  

Family Members:

Although not affected by AA, a blood related family member can positively participate by enrolling in the Registry and filling out our questionnaire.  These questions will contribute to our understanding of the disease, its triggers, and its relationship to other autoimmune disorders.  This understanding may lead to treatments and cures.

In fact, we are requesting that all family members consider participating in the Registry.  Likewise, non blood-related and unaffected patients, such as spouses, friends, significant others or adopted siblings can help by enrolling as controls in the study.  

This is a multi-center study.  M. D. Anderson Cancer Center is the central database and collection site for the Registry.  Other participating sites are University of California in San Francisco, University of Colorado in Denver, University of Minnesota in Minneapolis, and Columbia University in New York City.  

Mechanics:

This research Registry has two parts.  The first part is called the First Tier Registration.  The second part is called the Second Tier Registration.  Any individual or family member with a documented history of AA who lives in the U.S.A. may participate in the First Tier Registration.  

There is no exclusion by age, sex, or ethnicity. Both children and adults are encouraged to register.  

Participants in the First Tier will fill out the Short Form questionnaire (4 pages), which is available either by web-site or in paper form. Participants can actually register on-line or download the form and fax it or mail it.  The Short Form will also be available at M. D. Anderson Cancer Center and the other participating sites. So participants can fill out the Short Form at home or at the participating centers.  

The Short Form captures contact information, age, sex, family status, family history of AA, ethnicity, age of onset of disease and its severity and record of duration, associated conditions, diseases, and autoimmune disorders. Participants do not have to travel to any sites or be seen by any doctors in order to register in the First Tier. 

All participants who fill out the Short Form will be sent a Quality of Life questionnaire

(4 pages) that will help us understand how this disease has affected their life style.  We hope to use this information to present to insurance companies in the future to show how a life-altering disease is as important to recognize as a life-threatening disease. 

A committee of alopecia areata specialists called the Steering Committee of the Registry will review these questionnaires and decide which participants may continue to the Second Tier Registration.  Because of research costs, the Second Tier Registration is limited to 2500 individuals: Individuals with multiple (3 or more) family members with alopecia (100 families or 1100 potential total family patients); more severe forms of alopecia such as alopecia universalis or totalis (200 patients); twins or siblings who have alopecia areata plus their parents (200 pairs with 400 parents or 800 total patients); and a number of patients with transient and patchy alopecia areata (200 people). 

The Second Tier Registration includes a second questionnaire called the Long Form 

(33 pages) and a physical exam by a dermatologist.  The Long Form will be sent to registrants who have been chosen for the Second Tier Registration or they can pick one up at a participating site.  The Long Form has a patient part and a physician part.  Registrants will fill out the patient part at home.  It has a comprehensive contact list and patient and family histories.  We ask that registrants obtain past medical histories, blood work, and pathology reports.  

Registrants will bring the Long Form to the doctor’s office, where there will be a physician exam, photographs (taken with a standardized digital camera system and stored for documentation of scalp and/or body disease), blood samples for DNA, sera and lymphoblast lines and immunogenetic marker studies, and physician documented family pedigree of alopecia and autoimmune diseases.  

This is an investigational study.  An unlimited number of patients who meet the criteria for the study may participate in the First Tier Registration.  About 2500 patients and their family members will participate in the Second Tier Registration.  This number of patients is limited by funding for laboratory and research work. 

Family Participation:

The participation of unaffected family members in the Registry helps us tremendously by giving important epidemiological and medical data that links alopecia areata to other diseases.  However, it is the responsibility of the primary registrant to contact other family members and friends in order to enroll them in the study.  Each registrant for this study must individually consent to participation in the Registry, before we can make further contact.  Any family member, affected or unaffected with alopecia areata, may register directly on this website.   

Confidentiality:

All blood samples and information from the registrants will be coded so that the patient identity is known only to select Registry staff.  All data is de-identified upon receipt.  This means that all information collected in this study will be reported in numbers, so that no person or family can be identified. If a study is published in a medical journal or book, no name will be used.  

Investigators who are interested in studying AA will apply to the Registry Steering Committee to use the information and the samples that are collected for their research studies.  All blood will be stored at M. D. Anderson Cancer Center is a laboratory with freezers dedicated to the Alopecia Areata Registry.  The samples may be used now or in the future for research purposes.  If data and/or DNA are released to outside researchers, no identifying information will be included, so that no person or family can be identified by the research group requesting the information.  If a registrant wishes to leave the Registry and requests that we destroy the blood samples, we will make every effort to trace the specimens and destroy them.  But this may be difficult after they are coded.

All participation in the Registry is voluntary.  Registrants may change their mind and withdraw from the Registry at any time, with no consequences to their health care or employment.  At a future time, a representative of the Registry may contact the registrant to ask whether there is interest in a future study.  At such a time, the registrant may agree to participate or decline to participate.  Failure to participate in a future study will not affect the quality of health care or employment. The collection of information for this Registry is in compliance with The Privacy Act System of Records Notice, number 09-25-0220, as cited in the Federal Register Notice issued in Volume 62, Number 66, pages 16596 to 16602, dated April 7, 1997. 

Financial Responsibility:

The Registry offers no treatment.  Regular medical care and treatment for alopecia areata is the responsibility of each individual.  This Registry does assume the responsibility for any cost associated with drawing the blood here at M. D. Anderson Cancer Center and for shipping the blood samples at other sites.  If a registrant wishes to receive treatment at M. D. Anderson Cancer Center, then, that individual must register as a new patient in the hospital and be responsible for all medical and treatment costs. 

If a patient is interested in this Registry, but cannot be seen at any of the participating sites, the patient is responsible for the costs of being seen by a private dermatologist and having blood drawn.  Our Registry will pay only for the shipping of the blood samples to our central location.  However, we will try to refer a patient to local dermatologists who will facilitate this process of registration.  The Registry does not pay for travel.

The Registry is limiting Second Tier participants to those individuals who can be seen in one of the participating sites.  There will be exceptions.  The purpose of seeing patients in the sites that are part of the Registry is for quality control of the data.  Better control will lead to better information, helping us seek better treatments, and someday, a cure.

Conclusion:

The goal of this five-year study is to create a National Registry where researchers can collect epidemiological data and blood samples from patients and families with alopecia areata (AA).  These samples and data will be used to identify genetic and environmental factors that may make it more likely for people to get AA and/or to make the effects of AA worse.  The increased understanding of AA that results from this study may lead to an improved safe and effective treatment, prevention of AA or perhaps a cure.  The information from this Registry will benefit medical research and may benefit future patients.  The Registry will close September 30, 2005.

Contact Information:

M. D. Anderson Cancer Center, Houston, Texas     

     Principal Investigator: Madeleine Duvic, M.D.

     Coordinator, Clinical Research Programs: Kathleen Ann Hunzicker, M.D. 

     Informatics Coordinator: Joan Breuer-McHam, Ph.D.

     Phone:  713-792-5999    Fax:  713-794-1491  

     E-mail:   alopeciaregistry@mdanderson.org
     Website:  http://www.AlopeciaAreataRegistry.org/ 

                     http://www.mdanderson/departments/alopecia 

     Address:  MDACC Department of Dermatology

                     1515 Holcombe Blvd.  Box 434

                     Houston, Texas 77030

University of Colorado, Denver, Colorado

     Co-Principal Investigator: David Norris, M.D.

     4200 E. Ninth Avenue B-144, Denver, Colorado 80262

     Phone:  303-315-7738; Fax: 303-315-8272

     E-mail:  David.norris@uchsc.edu
     Administrative Assistant: Ginny Dissette

     4200 E. Ninth Avenue B-153 Denver, Colorado 80262

     Phone:  303-315-7094; Fax: 303-315-8272

     E-mail:  Ginny.dissette@uchsc.edu
Columbia University, New York, New York

     Collaborator:  Angela Christiano, Ph.D.

     630 West 168th Street VC15, New York, New York 10032

     E-mail:  amc65@columbia.edu
     Clinical Research Manager: Carol Coppola, R.N.

     161 Fort Washington Avenue   Herbert Irving Pavilion

     Floor 12, Room 1264   New York, New York 10032

     E-mail:  cc2241@columbia.edu 
     Phone:  212-305-6953; Fax: 212-305-0286

University of Minnesota, Minneapolis, Minnesota

     Collaborator:  Maria Hordinsky, M.D.

     Senior Clinical Research Nurse:  Cathy Boeck, R.N.

     Clinical Research Assitant:  Matt Ulrickson

     420 Delaware Street, Minneapolis, MN 55455

     Phone:  612-625-8625; Fax: 612-624-6678

     Phone:  612-625-4973 (Cathy Boeck, R.N.)

     E-mail:  hordi001@tc.umn.edu             Maria Hordinsky, M.D.

     E-mail:  boeck001@tc.umn.edu    Cathy Boeck, R.N. 

     E-mail:  ulri0060@tc.umn.edu      Matt Ulrickson 

University of California, San Francisco, California

     Collaborator:  Vera Price, M.D.

     Clinical Coordinator: Bryan Chen, M.D.

     350 Parnassus Avenue  Suite 505,  San Francisco, CA 94117

     Phone:  415-476-3638; Fax:  415-502-7243

     E-mail:   hair@orca.ucsf.edu
This questionnaire is only for people who live in the U.S.A and who have personal or family documentation of Alopecia Areata or Alopecia Totalis or Alopecia Universalis by a Dermatologist

ALOPECIA AREATA Registry and Family Study


I have read the description of the study, and I have decided to participate in the research project described here.  I understand that I may refuse to answer any (or all) of the questions at this or any other time.  I understand that there is a possibility that I might be contacted in the future about this, but that I am free to refuse any further participation if I wish.   

Please fill in all the blanks or check the appropriate boxes, the starred fields (*) are optional:           

Last Name (Registrant): __________________________________________  Date: MM   /  DD  /  YYYY
First Name: ________________________________Middle______________ Maiden 



Primary Contact Address: 










 

Secondary Contact Address: 










 

Telephone Number: (Home)_________________________(Work)
 

*FAX: ______________________*Email: ____________________ 

Did a dermatologist diagnose your alopecia areata?   ( No   ( Yes

If yes, Your Dermatologist’s Name___________________________________Phone # 
 

                           Last                                  First                           Middle 

           Your Dermatologist’s Address
 

Biological Mother’s Name:______________________________________________________________

     Last                                                                      First                                                       Maiden           

Is she alive? ( No/Unknown  ( Yes (  Phone # 









Biological Father’s Name: ______________________________________________________________

                                                Last                                                                      First                                                       Middle 

Is he alive? ( No/Unknown  ( Yes (    Phone # 








I am filling this form out for ( Myself  ( My child  ( Other: _________________________________









(My spouse, my friend, my patient, etc.…)

If you are filling this out for someone else, please give your name:_________________________________  





        
                                                                          Last                           First                      Middle   

If someone in your family with AA has already registered, please give the name and contact information,

so that we can link that person to this questionnaire’s Registrant. Please list the relationship of today’s Registrant to that family AA person and indicate whether it is on the mother’s side or father’s side.
Name:_




__________________Relationship:_____________________

                    Last                                                      First                                 Middle 

Telephone Number: (Primary)_______________(Secondary)________________FAX: _______________
Primary Contact Address: 










_ 

The following information is required (unless starred) to participate in the Registry:

1.  Sex:  ( Male ( Female 




 2.  Date of Birth: MM   /  DD  /  YYYY   

3.  Are you adopted? ( No ( Yes

4. *What is your current marital status? (Check one)      

      ( Never married  ( Widowed  ( Separated  ( Divorced  ( Married( Number of times __________.


	6.  My natural hair color is: ( Red  ( Blonde  ( Brown  (Auburn  ( Black  ( Gray  ( White  (Other: _________

7. Are you a Twin? ( No or  ( Yes: ( Fraternal   ( Identical  ( Unknown type  ( Triplets or more
8. Have you ever had at any time in your life  Alopecia Areata (AA), Totalis (AT) or Universalis (AU)?    ( (No ( go to question 17      ( Yes  -(continue)

 9. Age of first onset of AA/AT/AU: __________     Under 6 months of age at onset?    ( No or  ( Yes

10. Did you ever have a biopsy of your scalp?   ( No   ( Yes

11. The greatest amount of hair loss ever experienced on your scalp is  

       ( None   ( Up to 25%   ( 26-50%   ( 51-75%   ( 76-99%   ( 100% (completely bald) 

12. Did this episode last for ( < 6 months  ( > 6 months  ( 1-2 years  ( > 2 years?

13. Have you lost body hair?  ( No or  ( Yes(  ( Some hair,  ( All hair 

14. Are nails involved? ( No or  ( Yes (  ( Some nails   ( All nails 

15. How many episodes of AA/AT/AU have you had? 

       ( Only 1 (Including Continuous)  ( 2-5   ( 6-10   ( > 10   ( Too many to count  ( Don’t know

16. Was there an environmental trigger, an event/exposure, or an infection within 6 months of the first episode?

       ( No or  ( Yes, explain:____________________________________________________________________

   ******* Do you have seasonal flares of AA? (No   ( Yes( ( Spring ( Summer (Fall ( Winter

17. Has anyone in your family, not including yourself, ever had AA/AT or AU?    ( No, go to question #19.

     Or  ( Yes ( Are they related by marriage ( No ( Yes ( ( Spouse  ( Stepchild  ( Other______________

Are they related by blood? ( No or ( Yes ( Number of living blood relatives with AA in family (NOT INCLUDING YOU) is: ____. Number of living brothers with AA is ____. Number of living sisters with AA is: ____. If you have other living blood relatives with AA, check any that apply.

( Mother  ( Parents of mother  ( Uncle(s)(mother's side) ( Aunt(s)(mother's side) ( Cousin(s)(mother's side)  

( Father  ( Parents of father  ( Uncle(s)(father's side) (Aunt(s)(father's side) ( Cousin(s)(father's side)  

( Identical twin  ( Fraternal twin ( Son ( Daughter  ( Grandson  ( Granddaughter  ( Multiple children

( Other (please indicate mother’s side versus father’s side of the family): ____________________________________                                                                             

Number of dead blood relatives with AA in family is: ____. If you have dead blood relatives with AA, list the relationships of these people to you (mother’s versus father’s side of the family): ______________________________                                                                                                                         

18. If your brother(s) or sister(s) have AA/AT/AU, what kind(s) of alopecia do they have? ( AA  (AT  (AU

      Do you have living family members with AA/AT/AU that are not your brother(s) or sister(s)?    ( No   ( Yes

19. Are you interested in future experimental treatment or research studies, and do you wish to be contacted by Registry personnel?  ( No  (Yes    

20. Are you willing to have blood drawn for research?  ( No ( Yes 

21. Are you willing to travel to any of the following sites? ( No  or  ( Yes (  Check all that apply

(Houston  (New York  (Denver  ( Minneapolis  ( San Francisco  ( Other:_______________________




22. Have you had blood drawn for HLA in past?  ( No or  ( Yes 

23. Have you participated in any alopecia research study in the past?  ( No or  ( Yes

24. Do you have any allergic, rheumatic, collagen vascular, or autoimmune diseases?  

( No (go to end of last page.   ( Yes   Please check all that apply:
	Addison’s disease
	(No
	(Yes 
	Age of onset: ________

	ALLERGIES

Asthma

Atopic dermatitis or eczema

Hay fever/allergic rhinitis

Urticaria (hives) or angioedema

Other allergies

Allergy shots
	(No

(No

(No

(No

(No

(No

(No
	(Yes 

(Yes 

(Yes 

(Yes 

(Yes 

(Yes 

(Yes 
	Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

Specify Type and age of onset: ________________________________

Time period: From_______(Year) To_______(Year) 

Allergy Shots For:_________________________________________

	ARTHRITIS

Ankylosing spondylitis

Spondyloarthritis

Juvenile arthritis

Reiter’s syndrome

Rheumatoid arthritis

Other forms of  arthritis
	(No

(No

(No

(No

(No

(No

(No
	(Yes 

(Yes 

(Yes 

(Yes 

(Yes 

(Yes 

(Yes 
	Age of onset: _______

Age of onset: _______

Age of onset: _______

Age of onset: _______

Age of onset: _______

Specify Type: ________________________ Age of onset: ________

	COLLAGEN VASCULAR DIS.
Antiphospholipid syndrome 

     (Anticardiolipin syndrome)

Fibromyalgia-fibromyositis

Polymyositis/dermatomyositis 
Raynaud’s syndrome

CREST syndrome 

Scleroderma 

Sjogren’s syndrome 

Systemic lupus erythematosus

              (Lupus, SLE)
	(No

(No

(No

(No

(No(No

(No

(No

(No
	(Yes

(Yes 

(Yes 

(Yes 

(Yes 

(Yes 

(Yes

(Yes 

(Yes 
	Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

	Autoimmune polyendocrinopathy- candidosis-ectodermal dystrophy
	( No
	(Yes 
	Age of onset: ________

	(APS1 = autoimmune polyendocrine syndrome type1)
	

	Autoimmune hemolytic anemia 
	( No
	(Yes 
	Age of onset: ________

	Autoimmune hepatitis  (non-infectious chronic active hepatitis)


	( No
	(Yes 
	Age of onset: ________         

	Behcet’s disease
	( No
	(Yes 
	Age of onset: ________

	AUTOIMMUNE BLISTERING DIS.
	( No
	(Yes 
	

	Bullous pemphigoid

Cicatrical pemphigoid

Dermatitis herpetiformis

Pemphigus vulgaris
	( No
( No
( No
( No
	(Yes 

(Yes 

(Yes 

(Yes 
	Age of onset: ________

Age of onset: ________

Age of onset: ________   Type:______________________________

Age of onset: ________   Type:______________________________

	Cardiomyopathy
	( No
	(Yes 
	Age of onset: ________

	Celiac disease/sprue
	( No
	(Yes 
	Age of onset: ________

	Diabetes
	( No
	(Yes 
	Age of onset: _______

Type of diabetes : ( Insulin dependent diabetes mellitus (Type I, juvenile diabetes);  ( Non-insulin dependent diabetes mellitus (Type II, adult onset) ( Unknown; ( Other:___________________________

Type of Treatment: ((all that apply) (Pills (Diet (Insulin (No treatment

	Idiopathic thrombocytopenic purpura
	

	(ITP)
	( No
	(Yes 
	Age of onset: ________

	Inflammatory bowel disease
	( No
	(Yes 
	Age of onset: _______ 

Type: (Crohn’s disease, (Ulcerative colitis, (Irritable bowel syndrome

	Hypoparathyroidism

Hyperparathyroidism
	( No

( No
	(Yes 

(Yes 
	Age of onset: ________

Age of onset: ________

	Kidney disease
	( No
	(Yes 
	Age of onset: _______

Type of Kidney disease:      ( IgA nephropathy, ( Glomerulonephritis, 

(Nephrosis, ( Nephrotic syndrome; ( Other ____________________


	Lichen planus
	( No
	(Yes 
	Age of onset: ________

	NEUROLOGICAL DISEASE

Chronic inflammatory demyelinating polyneuropathy

Guillain-Barré syndrome

Multiple sclerosis

Myasthenia gravis
	( No
( No
( No
( No

( No
	(Yes

(Yes 

(Yes 

(Yes 

(Yes 
	Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

	Pernicious anemia
	( No
	(Yes
	Age of onset: ________

	Polychondritis
	( No
	(Yes 
	Age of onset: ________

	Primary biliary cirrhosis
	( No
	(Yes 
	Age of onset: ________

	Psoriasis
	( No
	(Yes 
	Age of onset: ________

	Rheumatic fever
	( No
	(Yes 
	Age of onset: ________

	Sarcoidosis
	( No
	(Yes 
	Age of onset: ________

	Schmidt  syndrome
	( No
	(Yes 
	Age of onset: ________

	(APS2 = autoimmune polyendocrine syndrome type2)
	

	Stiff-man syndrome                 
	( No
	(Yes 
	Age of onset: ________

	(Moersch-Woltmann syndrome)
	

	Thyroid disease
	( No
	(Yes 
	1.) Age of onset: ______  Do you take thyroid replacement ?

       (No    (Yes   

2.) Type of thyroid disease:  ( Graves disease;  ( Myxedema;

 ( Hyperthyroidism;  ( Hashimoto’s thyroiditis;  ( Goiter;

 ( Hypothyroidism;  ( Other_______________________

	Uveitis
	( No
	(Yes 
	Age of onset: ________

	VASCULITIS

Churg-Strass syndrome

(Allergic granulomatosis)

Cold agglutinin disease
	( No

( No

( No
	(Yes 

(Yes 

(Yes 
	Age of onset: ________

Age of onset: ________



	Essential mixed cryoglobulinemia
	

	Polyarteritis nodosa

Polymyalgia rheumatica

Takayasu arteritis

Temporal arteritis

(Giant cell arteritis)
	( No
( No
( No
( No

( No
	(Yes 

(Yes 

(Yes 

(Yes 

(Yes 
	Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________

Age of onset: ________



	Vitiligo
	( No
	(Yes 
	Age of onset: ________     Extent of Vitiligo _______________________

	Waardenburg  syndrome
	( No
	(Yes 
	Congenital: no date of onset


25. Do any of your relatives have any of the above diseases? ( No  or  ( Yes (  Please list the diseases and the relationships of these people to you.  Please indicate mother’s side versus father’s side of the family: 

____________________________________________________________________________________________________________________________________________________________

Thank you for participating in the initial questionnaire for the Alopecia Areata Registry.  We will contact you again after we review your information. You may withdraw from the Registry at any time. You can contact us and mail, fax, or email your forms and questions at:
Alopecia Areata Registry     M. D. Anderson Cancer Center      Department of Dermatology   Box 434

1515 Holcombe Blvd.   Houston, Texas 77030  Tel:  713-792-5999  Fax:  713-794-1491

E-Mail:  alopeciaregistry@mdanderson.org  Website: http://www.alopeciaareataregistry.org 

OFFICIAL USE ONLY
Registrant:  Short Form ID#: ________________   Long Form ID#


Biological Mother’s Short Form ID#: ______________;             Biological Father’s Short Form ID#: 



Proband: ( Yes  ( No  Proband Short Form ID#: ____________  Proband  Long Form ID#


Contact physician: ( MN  ( SF  ( CO  ( TX  ( NY  ( Other:____________________________________________

Central Site Review:    MM    /   DD   /    YYYY                        ( Accept  ( Reject  ( Hold 
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Alopecia Areata Registry Patient Data

Quality of Life


I have read the description of the study and have decided to participate in the research project described. I understand that I may refuse to answer any (or all) of the questions at this or any other time. I also understand that there is a possibility that I may be contacted in the future about this study, but I am free to refuse any further participation if I wish. Thank you for you cooperation. 

Time began survey:  _____________

Today’s Date: ____/___/_____ (MM/DD/YYYY)


Name:  ______________________________


Below are lists of statements that other people have said are important in identifying their quality of life.  Please indicate how true each statement has been for you during the past 7 days by circling the appropriate number.  If it does not relate to you please check the N/A (not applicable) box.

	1.  During the past 7 days:
	N/A
	Not

at all
	A little

bit
	Somewhat
	Quite 

a bit
	Very much

	a. I am able to work (include work in 

     my home).
	
	0
	1
	2
	3
	4

	b. My work (including my work at home) 

    is fulfilling.
	
	0
	1
	2
	3
	4

	c. I am able to enjoy life.
	
	0
	1
	2
	3
	4

	d. I have accepted my condition.
	
	0
	1
	2
	3
	4

	e. I am sleeping well.
	
	0
	1
	2
	3
	4

	f. I am enjoying the things I usually do for

   fun.
	
	0
	1
	2
	3
	4

	g. I am content with the quality of my life.
	
	0
	1
	2
	3
	4


2.
Looking at question 1, how much would you say your ability to function affects 
your quality of life? (Circle one number)


0
1
2
3
4
5
6
7
8
9
10


Not at all







Most of the time

	3.  During the past 7 days:
	N/A
	Not

at all
	A little

bit
	Somewhat
	Quite 

a bit
	Very much

	a. I have a reason for living.
	
	0
	1
	2
	3
	4

	b. I have trouble feeling peace of mind.
	
	0
	1
	2
	3
	4

	c. I feel a sense of purpose in my life. 
	
	0
	1
	2
	3
	4

	d. My life is productive.
	
	0
	1
	2
	3
	4

	e. I am able to reach down deep into 

    myself for comfort.
	
	0
	1
	2
	3
	4

	f. I feel a sense of harmony within myself. 
	
	0
	1
	2
	3
	4

	g. My life lacks meaning and purpose.
	
	0
	1
	2
	3
	4

	h. I find comfort in my faith.
	
	0
	1
	2
	3
	4

	i. I find strength in my faith.
	
	0
	1
	2
	3
	4

	j. People pray for me. 
	
	0
	1
	2
	3
	4

	k. I feel peaceful.
	
	0
	1
	2
	3
	4


4.
Looking at question 3, how much would you say your spiritual wellbeing affects 
your quality of life? (Circle one number)


0
1
2
3
4
5
6
7
8
9
10


Not at all







Most of the time

	5.   During the past 7 days:
	N/A
	Not at all
	A little bit
	Somewhat
	Quite a bit
	Very much 

	a. Because of my physical condition, I have 

    trouble meeting the needs of my family.
	
	0
	1
	2
	3
	4

	b. I have pain.
	
	0
	1
	2
	3
	4

	c. I am bothered by the side-effects of the 

    treatment.
	
	0
	1
	2
	3
	4

	d. My scalp burns, when the hair falls out. 
	
	0
	1
	2
	3
	4

	e. My skin hurts.
	
	0
	1
	2
	3
	4

	f. My skin is irritated.
	
	0
	1
	2
	3
	4

	g. My skin bleeds.
	
	0
	1
	2
	3
	4

	h. My skin itches.
	
	0
	1
	2
	3
	4

	i. My wig is uncomfortable.
	
	0
	1
	2
	3
	4


6.
Looking at question 5, how much would you say your physical wellbeing affects 
your quality of life? (Circle one number)


0
1
2
3
4
5
6
7
8
9
10


Not at all







Most of the time

	7.  During the past 7 days:
	N/A
	Not at all
	A little

bit
	Somewhat
	Quite 

a bit
	Very much

	a. I feel distant from my friends.
	
	0
	1
	2
	3
	4

	b. I get support from my friends and  

     neighbors.
	
	0
	1
	2
	3
	4

	c. My condition creates problems with my 

    partner/close friends/relatives.
	
	0
	1
	2
	3
	4

	d. My condition interferes with my 

     studying or doing homework.
	
	0
	1
	2
	3
	4

	e. My condition affects social and leisure 

    activities.
	
	0
	1
	2
	3
	4

	f. My condition affects the quality of my

   work.
	
	0
	1
	2
	3
	4

	g. I accomplish less than I would like.
	
	0
	1
	2
	3
	4

	h. My condition affects my chances for

    advancement at work.
	
	0
	1
	2
	3
	4

	i. I worry about money.
	
	0
	1
	2
	3
	4

	j. My wig makes be feel self-conscious.
	
	0
	1
	2
	3
	4

	k. My wig inhibits sports or athletic 

    activities.
	
	0
	1
	2
	3
	4

	l. I feel discriminated against.
	
	0
	1
	2
	3
	4

	m. My condition influences the clothes I 

    wear. 
	
	0
	1
	2
	3
	4

	n. My condition makes me feel less

    attractive.
	
	0
	1
	2
	3
	4

	o. My condition affects my sexual interest.
	
	0
	1
	2
	3
	4

	p. My condition affects my sexual activity.
	
	0
	1
	2
	3
	4

	q. My condition makes me self-conscious 

   about dating.
	
	0
	1
	2
	3
	4

	r. My condition interferes with my going

    to school.
	
	0
	1
	2
	3
	4

	s. My condition interferes with gym or 

   group sports.
	
	0
	1
	2
	3
	4

	t. I have been verbally attacked.
	
	0
	1
	2
	3
	4

	u. I have been physically attacked.
	
	0
	1
	2
	3
	4

	v. My health insurance is not helping me.
	
	0
	1
	2
	3
	4


8.
Looking at question 7, how much would you say your social/family well being 
affects your quality of life? (Circle one number)


0
1
2
3
4
5
6
7
8
9
10


Not at all







Most of the time

	9.  During the past 7 days
	N/A
	Not

at all
	A little

bit
	Somewhat
	Quite 

a bit
	Very much

	a. I feel sad.
	
	0
	1
	2
	3
	4

	b. I feel afraid.
	
	0
	1
	2
	3
	4

	c. I feel anxious.
	
	0
	1
	2
	3
	4

	d. I worry. 
	
	0
	1
	2
	3
	4

	e. I feel depressed.
	
	0
	1
	2
	3
	4

	f. I am proud of how I am coping with 

   my condition.
	
	0
	1
	2
	3
	4

	g. I feel nervous.
	
	0
	1
	2
	3
	4

	h. I worry that my condition will get 

    worse.
	
	0
	1
	2
	3
	4

	i. I feel frustrated.
	
	0
	1
	2
	3
	4

	j. I feel alone.
	
	0
	1
	2
	3
	4

	k. I feel angry. 
	
	0
	1
	2
	3
	4

	l. I feel people will not like me because 

    of my condition.
	
	0
	1
	2
	3
	4

	m. I have accepted my condition.
	
	0
	1
	2
	3
	4

	n. I feel like a victim.
	
	0
	1
	2
	3
	4

	o. I feel I am being punished.
	
	0
	1
	2
	3
	4

	p. I feel helpless. 
	
	0
	1
	2
	3
	4

	q. I think about suicide.
	
	0
	1
	2
	3
	4


10.
Looking at question 9, how much would you say your emotional wellbeing affects 
your quality of life? (Circle one number)


0
1
2
3
4
5
6
7
8
9
10


Not at all







Most of the time

Time ended survey:  _____________
.

Thank you for filling out this questionnaire for the Alopecia Areata Registry.  If you have any questions or commence, we can be contacted at:

Alopecia Areata Registry

M. D. Anderson Cancer Center, Department of Dermatology, Box 434

1515 Holcombe Blvd., Houston, Texas 77030

Telephone:  713-792-5999    Facsimile:  713-794-1491

alopeciaregistry@mdanderson.org
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