
In This Issue
Letter from the
President

Registry
Announcement

Instructions for
Enrollment

Instructions for
Physician Form

Videos

‐‐ David, a patient

‐‐ Richard Buchsbaum

‐‐ Dr. Edwin Kolodny

Website Quick Links 

About Us

Donate

Living With APBD

Research

Resources

Videos

Forward to a Friend

Join Our Mailing List!

Stay Connected

           

Patient Corner

In this section you will
find personal accounts
of people affected by
APBD. The APBDRF as
a patient support
group does not
endorse any health
practitioners,
therapies, medicines,
etc.

Click here to see our
Searching for a
Diagnosis Brochure
 
Click here to see our
new trifold brochure
for patients and
clinicians 
 
Thanks to the work of
David Epstein, our
organization has been

Letter from the President
 
 
Dear fellow members of the APBD community,

I am proud and excited to tell you of a major
step in our fight to find a cure for Adult
Polyglucosan Disease ‐ an important Jewish
genetic disease. Today I announce the opening
of the APBD Patient Registry. The registry is
safe, secure, and essential to finding
treatments. As potential treatments are
discovered, clinical trials will be performed to
validate their safety and effectiveness. These trials will need diagnosed APBD
patients to try out new approaches to treatment. A patient registry is an ideal
method for identifying these individuals.

Since it is likely that most people now affected by APBD have no idea that this is
the cause of their illness, we are also beginning an awareness campaign to get the
word out See our new Searching for a Diagnosis brochure. 
 
Please go to the APBD Research Foundation website at www.apbdrf.org for
information on joining the registry.
 
All the best,
Gregory Weiss
Founder and President of the APBDRF
 

Registry Announcement

The APBD Patient Registry now open:Join the APBD patient Registry 

The APBD Research Foundation and the Mailman School of Public Health at
Columbia University, along with a team of international researchers and clinicians,
is establishing and maintaining the first APBD registry as of May,1,2014. The team
at Columbia is experienced in maintaining patient registries and follows
Institutional Review Board (IRB) approved protocols to ensure security and privacy
of registrant information. We will be collecting  demographic data, family history,
clinical observations, and the results of physical and neurological examinations for
the registry. The APBD Registry is open to both APBD patients and their family
members. 
 
Patients and their caregivers are encouraged to participate in the registry to aid
the researchers studying the disease and the effects of various treatment
programs. There are a number of promising research initiatives underway and the
success of potential treatments will need to be tested over a period of time. The
registry will enable the researchers to more effectively assess the results of
upcoming treatment programs and will facilitate human trials in the foreseeable
future.
Registrants have the option to enroll anonymously with your physician serving as
your point of contact.
 

 

http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0Uxc4Hh9W7MZZY8D9ENziQxjbjahZFXVqDxg8pW3FXz7yCXDgjhFY5978wMc9Nxe--Do1syP4N2H0yKmgjOgnb7ttZ4bYSFY41DR8l3TymY5NfGXkw8C85jspZDa78s5vhrB6iRLXvFBb0CLZQGA4q3C-UzLFzbGuRZjKvDCZyC7gWuxiQ3fmnx4Za2G_C4aJbd3Gw3AnmO_3efb65L3WIXvRF1kZqNMxpRELwQjUOqsYbCyzdVsv9qYr-0ys5S55egRbBAlwVT-0jkeLjLIOBIr4Ycxdco8jgyQzeluZ1MtJh1h_Ne47GqBLxGt_pAQZLLOwwvuN4gU88A=&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcjX6tV8uY8iEFpYrejwwxTFb9UO5PcpVBAmn4m8orQlpFhn-HC3qYjwh_GgYtVqJadhlAsJKz5j-f6fVGR9TAN1S8-6kCUE9tkgM3wVm5u-b4w1aHV91oPqk7FSe_X1SXmSScP-dm46XJCCCVLd-19VljRQnzNtx7lreL7v8FfhEuC4XMT4VkICgRuCJBRAtJB1u9rmmBfxC7Mw0IReB7Gzb_M5Ne9eVaoezZMumGmL0hxYiooPEEzwDb8-A4JS7iI8Gsr_yvz37gCuoEuccVm6v9XTq8UOLuiUPG6p-V8NYuYBPW-6g49ZQuKMBgTfqzPAlk5YHyPYFh4e97IqvXMCbkUTo5WAEcDOQiUU0ssSA=&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0Uxcv89QOGjFFz_D3ekRjqyPSKRNeQCtYliLarBAINaWP0fUGXDdOZXHdnRYXjfVvalR_xkOL30qw_x_CI3gFJjpa_racW9HjydJCnVHHi1pTQYQmpdyGLyzlw7S0K5tR0N0txW-iE3orHJz-qoCAIzmCM9nAkPBOUBdDhn2edQKT822RRkT3VQGGSN2YZbNQoMtVBH289NJj-PJVXrCCAMfdjzdsY_9cnHdaIAFBYs7TO8V3Rysc5ceIwwNSj2s0wo2GUahlZxqQ5DdNLiZ7234gh1AVUQt3v4tZypbcYdKy3vfVwqQrrDV-eQtKUK1u_y-kkHLkgAUNJxmdUQtWbF0VbfCV34bB2i9&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0Uxck9DkkG1usfYpnRwx7eOYsC33mxFF-SoCGXTLJrFzutWbIm7Bx_WB9SjnncytX6QugZEj8iJWVI3cPNEIrHcjH4h8YT2McFAbElkaupqCpdnSt-_2g-78Q4vaUGVsi_eQFUpNXNPx1ZTxX_M1Xb6lkRWVmBcMGHTS4nAPz-BFCh2MzXRBavn0ergtBiQ0MHp5R6WrneqceNZ6Y2w7IISwJeXIhSUW8AFPbljrvKjXM2fZHl1w0NsvMVru-W4Xvp5RV9Qbv4idgZ6MO1L4IzoxFv_cXvpc77x1VgIp0X4qqEBhfmmPN_zHMe1he8Eo71QWmqCELEJOge9Lqy8Jcgf31KDzJyhg8s6s6IkXLXYIptqSNN86BFfTLLMrCu-8viud&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0Uxc97z-DD9dL6f4aDrA6XXiN7pzLHRTnVFdeqrc00Gnq7LELlHQplQ_sKcGGVhqGz_zA44Lzy4Te2PbwFjgTcsUKDdhuHBNfd5Qkmp7fGcafS3SRyaxikq-3FNWARkv4i6RPm9Pu-EalIgW7FRIiCtVt4qbgJRWkwbI_uKmPWy3OmMkRZZNjFH9b6t6diIZJOHhN1lUBXxmcNPFcJ6nDxMINngutVLn6BFE_4i4MVIrM4-a2AFWTDL3iyiIxe7pV6GxoXGiN-B32zL8mVwcwa_8lBhMnu_fU1LJjrO3sFo8ivdMtA3lLW9qa9i_nV38D9xuLvz_d5qWOTGpmK038YS_JetazzORSL04GkfoTFlLY_wlOYHgwAwoxA==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0Uxcbk2Pp9DFh7W-e8ubwm_1tIonkTEDSxnlSEK8oA1s8s8GoE6Q2PB2rlQzll-6URosJ506DUuDzMAShJWG2Y62WzgFoYS0hPPx7MZKUbVPvZ6h4XZZXkan_JJamYmBqRNu0AecbmEt125a-h73GQM5Cn4Rdp7jT9LxC_TN6Qcelk8E5RoP2GuijfHj8URdke2OhllX6LSLCm-YFXqY5cZl7z6scZdCaOLt_PP4lPtfEXvptJXmVZpGTTz1S0C9Y4ZUB_oS2yl34mCBM7bHmAlMf3E7Rkl1wyIuWpVMSZFqq1XEnpDVVV3KlN3UAJliCVMQGNmSg78GrBFcTtKh5naiBo06AjjUj7-v74Qy4QZzJX4=&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcpjK8pFEVGGCHwTKpHqX0_9UH4_D2d6_zrBjXMKLuMO5ycko-jqrp8Z_c_fV0H0N3_jKIqZv8NFA3amDVlOnIPeZ24lAN7Qw5JEf9afliIPPzHu4YO3braEIZXQ102bwPdYbJg6crXNoq_-KxbCwJggf-AUdN9wircJwetJxQyePm2TMWhYbbHZiDeWJA4hbR3YvQBTWIGTLRhqkukQG8O2LbWI2JmQOSPHSwTi1q23aC45Hq3_ZYwc2W5rS2tcnVVDBuJyMEkyXk9Tk-qUWPDpOdeqR3hJR4q4eVu75kY2ew1rjdVCjMzvHqS9cCKT_aOC6zrUcQktiiS2UPmBq1bSvaagUeNmsibeuA42taQ8A=&c=&ch=
http://ui.constantcontact.com/sa/fwtf.jsp?m=1113224726142&a=1117388118941&ea=drjeff7777%40aol.com
http://visitor.r20.constantcontact.com/email.jsp?m=1113224726142
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3QR0iwZmSxr6ge3Nj0ufZaUPdxt6_zsQhIaetU-IugG3-QzTIS1WnN0V2qWuW3T0ULVFI_qvSmJWXRrFqHSz43pikp-a-JtrI3s5MxjNBXCu5mS-sDDxdzDGSseUa5cA3Q==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3QR0iwZmSxr691rKZsiUzep2So2KtLrx6BbhxcJp4oabgYTE9mD9KYGQo6SzbfpWETfL12oPPbJOAHgAT9zHUg0KP-GObshebmKCL9GXj4DxlCjx8eL6DmDxqF1wlOoYJmZ1HThvc4M3&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3QR0iwZmSxr6IMM8-useXyvaTMiMFr8iJyNZ7ktqVctuVcnOBlY6t5HzgT1p3NovdidrePpffujftzkF5ldhYCuvO_f8y7L7JYiACzU_tK0vi_2xmiUi5ztm3i_3j1X4ve7aiEZrikeN3zoFqd1qfHTW5Uu_ZjSbQw==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcBG5f3g2wN-8LYKIfeOg71trsJbJvC6rX6P3L3bn9I9Laehlau4Sk6KRl5DJbhUNl660R46b4itcwMjmyoRrrM2OjCX03tFbIIUoFXGop5_-lLlbUDaMbIISx1LKdhvjK-g98LPwUnmrT8RbWneufSKZO0i4uC-2vaMuwTJ5Li1SuSWs4iCSuwHwsRveBSR8O1qA9u5mnGYkc3oy3wAYD3fkzVtClYLAgMB7TdOyPCNCa1scvwSEWUrAYseVEjpLUqq8KseB8CiLQ5LL4-oEUn6X_t4g3nI7ejla0F0nFvd4OEPdwLTCZ-Bjc-2aFqBILGXFz0ilLGzUsFfmuKTUkVSCsic6D0Mh4YCKqDzfCscs=&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxczaWQ9SROxAvZn7nDCCylsEeWf2l5T3xNm8vKW-sbXb_zQ6Z_jEdJqE4YUWgfI-TaE-94km_6wk2nsAvCvCIHodYQbTcVuTt0CE12o1pMzSTPiry_t_FBCxDXvmnz14HaZiBFsagzSM3C4CUsYhLi853nWke9auDZ3qoyIZeS64t-w7xHa1qXHbmei7xqMAdhXVuwQFMm8cQXOgwpsG3cTlmBuQEdtSOCLHdpv5LtPHXL3oJB-4unVMRUkc5HLcAG6Gm07SBl5WNcJa0LZxmC8ads_itEPBBX9nI8wLl8VFWRcOXF3cBT9PGi5EUTXla1xK-Nix-cgBSusV7n5qpKovwtyagBxd7qaNO1LhSMflUHxalUoAr8ltx7li_gT-a3aunfgYe2yM9QCMW7EhT8CoLUx5VCBSKS&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcLEKX7CfLftHnTRaZeVTKERQ95wxe-3XYReZKZpmIQCpYv5ergayWsP2isy1rQdoz8CmQQ7WSG9AtONHU4jd9SUP8sfLpOPY0DWBO48_wrJhJxwv4jUZdhPISkf-gDWLKWkzOO6J8rRvTnX07-uOSka3c02Djw9Fx0senn11pXzyxncEgCfbhppsf07251-jUBs8MBdOdG37qwiJB6bhQ4DpgFFB7s0YEB6IxiMLtNpYkSuNiwbLeJWuSJZGK26esg2cdZ0AaMmMRC9lO59RiqEtTbNW4lFwptsjO7s8snEoKgPmtHe3wYD98tgRtI6RxSKUGRNuyEusOGkP2Njyfd4fp3a-mTOyXiB1WFT2Vo1RAN8QAFYoEAFFZVkLbXtpFBTsBqA67CtryGt0zXrpWyg==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxczaWQ9SROxAvZn7nDCCylsEeWf2l5T3xNm8vKW-sbXb_zQ6Z_jEdJqE4YUWgfI-TaE-94km_6wk2nsAvCvCIHodYQbTcVuTt0CE12o1pMzSTPiry_t_FBCxDXvmnz14HaZiBFsagzSM3C4CUsYhLi853nWke9auDZ3qoyIZeS64t-w7xHa1qXHbmei7xqMAdhXVuwQFMm8cQXOgwpsG3cTlmBuQEdtSOCLHdpv5LtPHXL3oJB-4unVMRUkc5HLcAG6Gm07SBl5WNcJa0LZxmC8ads_itEPBBX9nI8wLl8VFWRcOXF3cBT9PGi5EUTXla1xK-Nix-cgBSusV7n5qpKovwtyagBxd7qaNO1LhSMflUHxalUoAr8ltx7li_gT-a3aunfgYe2yM9QCMW7EhT8CoLUx5VCBSKS&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcSKLhb1-hQUqR3bH0crzEgKtFYaanXA9cGk6CPFnmFkB0KUkJBO3UwoWxmf_2-9sUzEU0vyTzOnQPAtYBT4JGgX7tAJkdr190myhiROqjvD6TgN05GUvwkwU892Byi0JKCLiLAQ31rS0f7SE9uu8eGrOO7exThBF5IPfuHpLDtCuiEhP28S2v9F7I9Di6b0behrR4XsyCuJZ4op16oSmQYatkGoXkf7LpShWXy6Oaju1eFfp-iAihlRbmvyKg-kMMvT_tneRBm1M74S18gbJGP6n2_JVVbi5O-POOsbH42sF1hyu0CkYdURlJAoF-YNcYAf2wKj61BqQjn7Zmbo9bsw==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcUrjcbdqwMwF5kBmVed-XBmSf_44jEBM3L1V5PGejC0wEzcqjxD5v06tNE8ZEEerz_mdM5u4BoZW5dqFM1hyO8RG3kAs2G7t7KFVnRWsIDtJJTG3vSpeePkJu6-flaV0NzcoWfkOJG8tf9SDvL7-KAwtz3APHE1kjYzUIeCM703K3muaqrxRGLZb0yFafqfHWB8lYO4y1KtdDS5iahbtCB8Qw0DTizAfSIlhaz1c1yy1isSQM5Pq405KLDDHTb5is6-wJM2iMeOQU01xcboe_KbEIGAIHh1-VGiJ92BD674qELLPsqyRBniPSUz_BQM29Y9keuhbLHXT3E_0lDUfsJA==&c=&ch=
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Instructions to Enroll in the APBD Registry 
 
To enroll in the APBD Registry

1. Go to the APBD Registry web site
2. Click on the red "Join the APBD Patient Registry" button
3. Read the document titled "Understanding Your Participation"
4. Complete the online Consent for Participation form, including providing a

user ID, password and email address
5. Click the "I Consent" button.

 
Now you have joined the APBD Registry

1. If you'd like researchers to contact you, enter your contact information, then
click Next

2. Enter some basic information about yourself, then click Next
3. Enter information about how APBD has affected yourself and your family,

then click Next
4. Download a Physician Form and give it to your doctor to fill out (See

additional instructions for options on filing out the Physician form.)
5. Upload the Physician Form to the APBD Registry web site, or click the "View

Data" button and enter the information yourself

 
Remember, you don't have to provide any information you don't want to provide.
You can join the Registry anonymously by simply skipping the contact information
page. Please use the comment/question fields located on the bottom of most
sections  for any clarification you think is necessary.
 
 

APBD Patient/Family Registry Completing the Physician Form 
 
Completing the form on paper

1. Log in to the APBD web site
2. Click on the "Exam(s)" tab at the top of the page.
3. Click the "Download Physician Form" link.
4. Save the APBD Physician Form (APBD_Phys_Form.pdf) to your computer.
5. Open the physician form in Adobe Reader or Adobe Acrobat.
6. Click the Printer icon to print the form.
7. Give the printed form to your doctor to complete.

Completing the form electronically

1. Log in to the APBD web site
2. Click on the "Exam(s)" tab at the top of the page.
3. Click the "Download Physician Form" link.
4. Save the APBD Physician Form (APBD_Phys_Form.pdf) to your computer.
5. Either email the file to your doctor, or copy the file to a portable USB drive

(thumb drive) and give the thumb drive to your doctor.
6. Ask your doctor to open the physician form in Adobe Reader or Adobe

Acrobat.
7. Have your doctor complete the form on their computer.
8. When they attempt to close the file, the software will prompt them to save

their changes.
9. Ask your doctor to return the completed form to you, either by email or

thumb drive.

Entering the information into the registry automatically

1. Log in to the APBD web site
2. Click on the "Exam(s)" tab at the top of the page.
3. Click the Upload File button. When prompted, select the completed physician

form and click "Open".
4. Click "Next" on the right side of the page to finish entering data into the

registry.

 

http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxciexkcmsOco1VNWuZtIw-bVnjuLl2pMB4V3gK2jPQufcxnu8HaWNTLDwkHPVHMFlZn6zYBYD3Nk5BWNsmwQABUK4qs0CtNoWkcdK6XO4_AXP_QsQ9iTZh_PfkCyRWsfhf_rxndUv4HjdKZcX7XHmUfMHF4aHoW3NKi8FuwNqETEwz8h5OFcSoYLE6cMloe5i1QPQ8k-s0Ee__0Txjv9Bikfd9CzvBr0D7LVzvSqjAB258jtXJPYmigTzXQdahzjryNQHZ_8QptxW42ATD7_wJIzQPgqhTOTE2jpo-vKWel8EpxebpPzpAf6oG0398EJfCHmsvCvr0aHKXSNgafcS0GUyL2g4aKEsgB2Uosj2y5aQKDksjC6Mte-JxbEUVTNnz&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcYNaBOBocWm9qZaoKvclyJtaeDdRJGt8yydxTryDjnAHLkYlRSA2CcW5dh9bCSxvmnEIST4MV7mx9sobw4p6kM7SyqjyJh_w7MFvPgBcYcXHJFql41OKjPueBMpnfEEgvXJ4EHFqO05OpAZpWJjKD7xmrPcYGEq0_RAthc2_LYkbYdsz4SjI-PpW3K02aG4LVMHhx25H_fR7wMrxh8ZywtDI95Ej7P8ZSMGRzd-ddoZrY-YvvTsvHd3WD46kV3w5NO3GK85dQVGN0OVaGH4oX1beYVnahsG526_tNwRnCLpAo2bn7KaAMfLPoMc5Mi4xjJCEoInmEzqypXdNH14LfyKLuYb-W7EzFbc7DZLL-VQ0hkugGo-JvQQ==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3bsjtmC_D7CnVG8C24POZRhQIq3D17ruScfnz_HmEq3ylK71zBFANckuC_ikZk6gdXDaV9QncovApkY2OaOsamo2_bNr5TcB-Drhxb9HVbg0qAk5Z8aR70Ocs5HshHW2rE1k4lZN8GtW24I9wh2TlNY=&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Mbor62JZnfypf79VlqnSH-hE5pzZrs3X4pz4ymYyPG3euCupVYOf3SOLE9op0UxcXsRqLNMZke7jgjuGrCeTmRbcate2T2aaNAYyYkcOgQLHTPw0l8wF8TwbdVGepxompa-a2tAfQgjOf0bxeLPikbTytbEcPv3BIse9F-k-ztf_H3hR2NZFcliNdReJ_Di0AfA1gWW2ZA-iTBIxGlsnhiBZmbshss8NDPgtJYdlIU0OA9kk6GJm1z9WoMfbPvJ-FottNT0GBh68AcZpbQ3PpwXv-TID8BjDGdiF36MqHWzu_trWkRrA8J5H_NpaTXnno_l_wD31NVGcwoOSPKuKvEk1nUP3cDKFr1hFGBT1tH-uBrltR8U_GpRAvQLLDKLk7IcJICIs3OFsxiNDv7mRRwmdlsxIAE6dmMf_dMwLf30=&c=&ch=
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Watch Richard Buchsbaum: Establishing

Entering the information into the registry by hand

1. Log in to the APBD web site
2. Click on the "Exam(s)" tab at the top of the page.
3. Click the View Data button.
4. Enter the data from the physician form into the web site.
5. Click "Next" on the right side of the page to finish entering data into the

registry.

Join the APBD patient Registry 
 

Videos 
 

David ‐ A patient discusses the importance of the Adult Polyglucosan Body
Disease Registry. 

 
 
 
 
In this video David talks about the
value of the Adult Polyglucosan Body
Disease Registry.  After researching it,
he learned that the importance of
people participating in the registry is
that when treatment trials are ready to
begin, there will be  a ready population
of APBD patients that can participate in
those trials. 
 
 

 
Richard Buchsbaum ‐ is the Senior Data Manager at the Statistical
Analysis Center/ Biostatistics Department Mailman School of Public Health
Columbia University 

  
 

 
 
Richard Buchsbaum: Establishing
APBD Registry  
In this video he talks about what
an APBD patient registry is.
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APBD Registry

Watch Richard Buchsbaum: Significance of
APBD Registry

Watch Richard Buchsbaum:  Full Length

Watch APBDRF Next Steps: Patient Registry
 

  
 
 
 
 
Richard Buchsbaum: 
Significance of APBD Registry
 
In this video he talks about the
significance and value of an APBD
patient registry.
 
  
 
 
 
 
 
 
 
 
Richard Buchsbaum: 
Full Length

In this video he talks about what
an APBD patient registry is and
the significance and value of an
APBD patient registry.
  
 

  
DR Kolodny ‐  
Edwin H Kolodny, M.D.
APBDRF scientific advisory board,
Professor Emeritus; Research Professor; Dir Neurogenetics
Department of Neurology (Neurology)
NYU Neurology Associates   

 
APBDRF Next Steps: Patient
Registry
 
Please watch Dr Kolodny's short
video about the importance of a
patient registry. 
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