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RDCRN Data Management and Coordinating Center Publications  

Book Chapters 

1. Krischer JP. Clinical trials for rare lung diseases. In: McCormack FX, Panos RJ, Trapnell BC, eds. 

Molecular Basis of Pulmonary Disease. 1st ed: Springer; 2010. 

2. Richesson R, Vehik K. Patient Registries: Utility, Validity and Inference. In: (ed) IPMGS, ed. Rare 

Diseases Epidemiology, 1st edn: Springer, The Netherlands; 2010. 

3. Richesson R, Andrews J. Clinical Research Informatics: Springer-Verlag:, London; 2010. 

Abstracts Presented at Conferences & Conference Proceedings 

1. Krischer J. Data collection and analysis from multiple research sites: The Rare Diseases Clinical 

Research Network. Paper presented at: International Conference on Rare Diseases & Orphan 

Drugs; February 16, 2005; Stockholm, Sweden. 

2. Richesson R, Young K, Malloy J, Lloyd J, Krischer J. A contact registry for persons with rare 

diseases: a tool for recruiting and retaining participants in a clinical research network. Paper 

presented at: Inventory and Evaluation of Clinical Research Networks; May 31, 2006; 

Washington, DC. 

3. Malloy J, Richesson R, Krischer J. The Adverse Event Management System for the Rare Disease 

Clinical Research Network. Paper presented at: Inventory and Evaluation of Clinical Research 

Networks; May 31, 2006; Washington, D.C. 

4. Richesson R. Identifying and evaluating health data standards. Paper presented at: American 

Public Health Association; November 4-8, 2006; Boston, MA. 

5. Richesson R, Young K, Malloy J, Guillette H, Krischer J. A contact registry for persons with rare 

diseases: a tool for recruiting and retaining. Paper presented at: Clinical Trials Expo, Annual 

Symposium of the American Medical Informatics Association; November 13, 2006; 

Washington, DC. 

6. Krischer PJ. Clinical trial design issues and options for study of rare diseases. Presented at: 

RDCRN Conference on Clinical Research for Rare Diseases. 2007. Washington, DC. 

7. Lee HS. Data presentation and study action item discussion. Urea Cycle Disease Consortium 

Meeting. Spring and Fall 2007, 2008. 

8. Richesson RL, Young K, Lloyd J, Adams T, Guillette H, Malloy J, Krischer JP. An automated 

communication system in a Contact Registry for persons with rare diseases: tools for retaining 

potential clinical research participants. AMIA. Annu. Symp. Proc. 2007:1094. PMID: 18694191 

9. Richesson R. Best practices for collaborative development of terminology and standards. Paper 

presented at: First Annual NHLBI Community Forum on Data Standards and Terminology; May 

29-30, 2007; Bethesda, MD. 

10. Richesson R, Smith S, Malloy J, Krischer J. Achieving standardized medication data in clinical 

research studies: two approaches and applications for implementing RxNorm. Paper presented 

at: AMIA (American Medical Informatics Association), Spring Congress; May 22-24, 2007; 

Orlando, FL. 
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11. Niland J, Dorr D, El Saadawi G, Embi P, Richesson R, Sim I, Martin R. Knowledge representation 

of eligibility criteria in clinical trials. Paper presented at: American Medical Informatics 

Association Annual Symposium; November, 2007; Chicago, IL. 

12. Richesson R, Lee H, Cuthbertson D, Lloyd J, Young K, Krischer J. An automated contact registry 

for persons with rare diseases: scalable tools for identifying and communicating with clinical 

research participants. Paper presented at: International Conference on Rare Diseases and 

Orphan Drugs (ICORD); May 20-22, 2008; Washington, DC. 

13. Jeffrey Krischer. The Rare Diseases Clinical Research Network’s (RDCRN) Data Management 
and Coordination Center, J.P. Krischer, University of South Florida, Tampa, FL. Molecular 

Genetics and Metabolism. Volume 99, Issue 2, 2010, Page S24, ISSN 1096-7192, 

https://doi.org/10.1016/j.ymgme.2009.10.094. 

(http://www.sciencedirect.com/science/article/pii/S1096719209003783) 

14. Krischer PJ. Clinical trial design issues and options for study of rare diseases. Presented at: 

RDCRN Conference on Clinical Research for Rare Diseases. 2010. Washington, DC. 

15. Lee HS, Krischer JP, Young L and McCormack FX. (2011) Categorization of VEGF-D in response 

to sirolimus therapy or prognosis of disease progression: MILES Trial. Poster presentation at 

the LAM Foundation/ International Research Conference (First Prize in poster section), 

Cincinnati, OH. (http://www.thelamfoundation.org/images/pdfs/scientificprogram2011.pdf) 

16. Lee HS, McCormack FX, Young L and Krischer JP. (2011) Regression approach to examine 

sirolimus effect on the correlation between FEV1 and VEGF-D: MILES Trial. Platform 

presentation at the International Society for Clinical Biostatistics (ISCB), Ottawa, CA. 

(http://www.iscb2011.info/00-welcome_e.shtml) 

17. Oster-Granite ML, Parisi MA, Abbeduto L, Berlin DS, Bodine C, Bynum D, Capone G, Collier E, 

Hall D, Kaeser L, Kaufmann P, Krischer J, Livingston M, McCabe LL, Pace J, Pfenninger K, 

Rasmussen SA, Reeves RH, Rubinstein Y, Sherman S, Terry SF, Whitten MS, Williams S, McCabe 

ER, Maddox YT. Down syndrome: National conference on patient registries, research 

databases, and biobanks. Mol Genet Metab. 2011;104(1):13-22. PMID: 21835664, PMCID: 

PMC3171614 

18. Clowse M, Richesson R, Pieper C, Merkel PA, Consortium VCR. Pregnancy in Men and Women 

with Vasculitis. Paper presented at: American College of Rheumatology Annual Scientific 

Meeting; November 5-9, 2011; Chicago, IL. 

19. Clowse M, Richesson R, Pieper C, Merkel PA, Consortium VCR. Infertility Among Patients with 

Vasculitis. Paper presented at: American College of Rheumatology Annual Meeting; November 

5-9, 2011; Chicago, IL. 

20. Ashizawa T, Perlman S, Gomez C, Wilmot G, Schmahmann J, Ying S, Zesiewicz T, Paulson H, 

Shakkottai VG, Bushara K, Mazzoni P, Kuo S, Pulst S, Figueroa K, Xia G, Krischer J, Cuthbertson 

D, Holbert AR, Ferguson J, Galpern W, Subramony SH. Clinical Characteristics of 

Spinocerebellar Ataxias 1, 2, 3 and 6. Paper presented at: American Academy of Neurology 

64th Annual Meeting; April 21-28, 2012; New Orleans, LA. 

21. Diethelm-Okita B, Utz J, Eichler FS, Ziegler RS, Leduc RL, Whitley CB. A Natural History of 

Hexosaminidase Deficiency. Paper presented at: Molecular Genetics and Metabolism. 2012. 

22. Leigh M, Shapiro AJ, Pittman JE, Davis SD, Lee H, Krischer J, Ferkol TW, Atkinson JJ, Sagel SD, 

Rosenfeld M, Dell SD, Milla C, Olivier KN, Knowles M. Definition of clinical criteria for diagnosis 

https://doi.org/10.1016/j.ymgme.2009.10.094
http://www.thelamfoundation.org/images/pdfs/scientificprogram2011.pdf
http://www.iscb2011.info/00-welcome_e.shtml
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of primary ciliary dyskinesia. Paper presented at: American Journal of Respiratory and Critical 

Care Medicine. 2012. 

23. Richesson R, Shereff D, Sutphen R, Guillette H, Paulus K, Merkel PA, Clowse M, Harris J, 

Cuthbertson D, Leduc R, Krischer JP. Patient Registries to Support Research in Rare Diseases – 

Experience from the Rare Diseases Clinical Research Network. Paper presented at: Lysosomal 

Disease Network, 8th Annual World Symposium 2012; San Diego, CA. 

24. Richesson R, Shereff D, Sutphen R, et al. Patient Registries to Support Research in Rare 

Diseases – Experience from the Rare Diseases Clinical Research Network. Mol Genet Metab. 

2012;105(2):S54. 

25. Guillette H, Shereff D, Andrews JE, Spisla CM, Albarracin N, Konicek D, Richesson RL. PRISM: A 

shared resource for global data standards in patient registries. Poster presented at the 2012 

International Conference on Rare Diseases & Orphan Drugs. February 2012. Tokyo, Japan. 

26. Graves T, Cha Y, Hahn A, Barohn RJ, Amato A, Griggs R, Bundy B, Jen JC, Baloh R, Hanna M. 

Episodic ataxia type 1: Characterization of the disease and its effect on quality of life. Paper 

presented at: American Academy of Neurology; April 21-28, 2012; New Orleans. 

27. Graves T, Fialho D, Smith S, Cha Y, Amato A, Griggs R, Bundy B, Jen JC, Baloh R, Hanna M. EEG 

abnormalities in the episodic ataxias. Paper presented at: American Academy of Neurology; 

April 21-28, 2012; New Orleans, LA. 

28. Richesson R, Shereff D, Lloyd J, Young K, Guillette H, Paulus K, Harris J, Cuthbertson D, Krischer 

J, Rare Diseases Clinical Research Network. RDCRN Contact Registry to Support Research in 

Rare Diseases. Poster presented at: Yale Center for Clinical Investigation. 5th Annual Clinical 

Research Management Workshop; June 4-5, 2012; New Haven, CT. 

29. Grayson PC, Amudala NA, McAlear C, LeDuc RL, Shereff D, Richesson R, Fraenkel L, Merkel PA. 

Illness perceptions among patients with different forms of vasculitis. Paper presented at: 

American College of Rheumatology/Association of Rheumatology Health Professionals 

(ACR/ARHP) Annual Meeting; November 10-14, 2012; Washington, DC. 

30. Grayson PC, Amudala NA, McAlear C, LeDuc RL, Shereff D, Richesson R, Fraenkel L, Merkel PA. 

Assessing fatigue in systemic vasculitis from the patient’s perspective. Paper presented at: 
American College of Rheumatology/Association of Rheumatology Health Professionals 

(ACR/ARHP) Annual Meeting; November 10-14, 2012; Washington, DC. 

31. Grayson PC, Amudala NA, McAlear C, LeDuc RL, Shereff D, Richesson R, Fraenkel L, Merkel PA. 

Causal beliefs of disease among patients with systemic vasculitis. Paper presented at: 

American College of Rheumatology/Association of Rheumatology Health Professionals 

(ACR/ARHP) Annual Meeting; November 10-14, 2012; Washington, DC. 

32. Krischer PJ. Clinical trial design issues and options for study of rare diseases. Presented at: 

RDCRN Conference on Clinical Research for Rare Diseases. 2012. Washington, DC. 

33. Hall CA, Bacon CJ, Shy ME, Inherited Neuropathies Consortium, Rare Diseases Clinical Research 

Network Data Management and Coordinating Center. The Rare Diseases Clinical Research 

Network Contact Registry for the Inherited Neuropathies Consortium. Charcot-Marie-Tooth 

Association, 5th International CMT Consortium Meeting. Antwerp, Belgium2013. 
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34. Leduc R, Hall C, Shereff D, Lloyd J, Young K, Guillette H, Harris J, Gandolfo L, Cuthbertson D, 

Krischer J. An Overview of the Rare Diseases Clinical Research Network. Paper presented at: 

Lysosomal Disease Network, 9th Annual WORLD Symposium; Feb. 12-15, 2013; Orlando, FL. 

35. Lee HS. (2013, 2016). Poster presentation and rountable discussion. LAM Meeting. 

36. Richesson R. Strategies to harmonize data collection:  a perspective from the RDCRN Data 

Management & Coordinating Center. Paper presented at: Pediatric Academic Societies Annual 

Meeting; May 4-7, 2013; Washington, DC. 

37. Lee HS. (2014). Protocol development and rountable discussion. LAM Biomarker Innovation 

Summit 

38. Holbert A. Clinical Research Compliance in the Field:  What really works? Paper presented at: 

Society of Research Administrators International Meeting; October 21. 2014; San Diego, CA. 

39. Tamura RN. (2015). A sequential multiple assignment randomized Phase 2 trial for rare 

diseases. ASA Biopharamceutical Section Statistics Workshop.  Washington DC 

40. Krischer PJ. Clinical trial design issues and options for study of rare diseases. Presented at: 

RDCRN Conference on Clinical Research for Rare Diseases. 2016. Washington, DC. 

41. Lee HS, (2016) A Phase II Clinical Trial of an Aromatase Inhibitor for Postmenopausal Women 

with Lymphangioleiomyomatosis. Poster presentation at the LAM Foundation/International 

Research Conference, Cincinnati, OH. 

42. Tamura RN. (2016). A journey through clinical trials in the past 25 years. 75th Anniversary 

Conference of Department of Statistics. North Carolina State University.  Raleigh, NC 

43. Tamura RN. (2016). A small n sequential multiple assignment randomized trial design for use in 

rare disease research. Joint Statistical Meetings. Chicago, IL 

44. Chen YC, Tamura RN. (2017). Innovative designs for rare disease studies. Duke-FDA Rare 

Disease Think Tank.  Washington DC. and DIA Clinical Research Community Webcast. 

45. Hainline C, Rizzo D, Shy ME, Inherited Neuropathies Consortium, Rare Diseases Clinical 

Research Network Data Management and Coordinating Center. Enhancements to the RDCRN 

Contact Registry for the Inherited Neuropathies Consortium. Poster presented at Peripheral 

Nerve Society Annual Meeting; Jul. 8-12, 2017; Sitges, Spain. 

46. Tamura RN, Kidwell KM, Wei B, Braun TM. (2017). The use of small n sequential multiple 

assignment randomized trials (SnSMART) in rare disease research. Joint Statistical Meeting. 

Baltimore, MD. 

47. Williams M, Krischer J. Enhancements to the Rare Diseases Clinical Research Network Contact 

Registry, Poster presented at: Lysosomal Disease Network, 14th Annual WORLD Symposium; 

Feb. 5-9, 2018; San Diego, CA.  https://doi.org/10.1016/j.ymgme.2017.12.410 

48. Tamura RN. SMART clinical trial design for large and small samples (Proposal submitted for 

Workshop in 2019).   Society of Clinical Trials.  New Orleans, LA 

Journal Articles 

1. Merkel PA, Seo P, Aries P, Neogi T, Villa-Forte A, Boers M, Cuthbertson D, Felson DT, Hellmich 

B, Hoffman GS, Jayne DR, Kallenberg CG, Krischer J, Mahr A, Matteson EL, Specks U, Luqmani R, 

Stone J. Current status of outcome measures in vasculitis: focus on Wegener's granulomatosis 

https://doi.org/10.1016/j.ymgme.2017.12.410
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and microscopic polyangiitis. Report from OMERACT 7. J. Rheumatol. Dec 2005;32(12):2488-

2495. PMID: 16331794 

2. Richesson R, Young K, Guillette H, Tuttle M, Abbondondolo M, Krischer J. Standard terminology 

on demand: facilitating distributed and real-time use of SNOMED CT during the clinical 

research process. AMIA. Annu. Symp. Proc. 2006:1076. PMID: 17238695, PMCID: PMC1839627 

3. Richesson RL, Andrews JE, Krischer JP. Use of SNOMED CT to represent clinical research data: a 

semantic characterization of data items on case report forms in vasculitis research. J. Am. Med. 

Inform. Assoc. Sep-Oct 2006;13(5):536-546. PMID: 16799121, PMCID: PMC1561787 

4. Richesson R, Syed A, Guillette H, Tuttle MS, Krischer J. A web-based SNOMED CT browser: 

distributed and real-time use of SNOMED CT during the clinical research process. Stud. Health 

Technol. Inform. 2007;129(Pt 1):631-635. PMID: 17911793 

5. Andrews JE, Richesson RL, Krischer J. Variation of SNOMED CT coding of clinical research 

concepts among coding experts. J. Am. Med. Inform. Assoc. Jul-Aug 2007;14(4):497-506. PMID: 

17460128, PMCID: PMC2244907 

6. Richesson RL, Krischer J. Data standards in clinical research: gaps, overlaps, challenges and 

future directions. J. Am. Med. Inform. Assoc. Nov-Dec 2007;14(6):687-696. PMID: 17712081, 

PMCID: PMC2213488 

7. Richesson RL, Malloy JF, Paulus K, Cuthbertson D, Krischer JP. An automated standardized 

system for managing adverse events in clinical research networks. Drug Saf. 2008;31(10):807-

822. PMID: 18759506 

8. Moyers S, Richesson R, Krischer J. Trans-Atlantic data harmonization in the classification of 

medicines and dietary supplements: a challenge for epidemiologic study and clinical research. 

Int J Med Inform. Jan 2008;77(1):58-67. PMID: 17289429, PMCID: PMC2259273 

9. Tuchman M, Lee B, Lichter-Konecki U, Summar ML, Yudkoff M, Cederbaum SD, Kerr DS, Diaz 

GA, Seashore MR, Lee HS, McCarter RJ, Krischer JP, Batshaw ML. Cross-sectional multicenter 

study of patients with urea cycle disorders in the United States. Mol. Genet. Metab. Aug 

2008;94(4):397-402. PMID: 18562231, PMCID: PMC2640937 

10. Richesson RL, Fung KW, Krischer JP. Heterogeneous but "standard" coding systems for adverse 

events: Issues in achieving interoperability between apples and oranges. Contemp. Clin. Trials. 

Sep 2008;29(5):635-645. PMID: 18406213, PMCID: PMC2575842 

11. Andrews JE, Patrick TB, Richesson RL, Brown H, Krischer JP. Comparing heterogeneous 

SNOMED CT coding of clinical research concepts by examining normalized expressions. J. 

Biomed. Inform. Dec 2008;41(6):1062-1069. PMID: 18328789, PMCID: PMC2605270 

12. Richesson RL, Lee HS, Cuthbertson D, Lloyd J, Young K, Krischer JP. An automated 

communication system in a contact registry for persons with rare diseases: scalable tools for 

identifying and recruiting clinical research participants. Contemp. Clin. Trials. Jan 

2009;30(1):55-62. PMID: 18804556, PMCID: PMC2640948 

13. Griggs RC, Batshaw M, Dunkle M, Gopal-Srivastava R, Kaye E, Krischer J, Nguyen T, Paulus K, 

Merkel PA. Clinical research for rare disease: opportunities, challenges, and solutions. Mol. 

Genet. Metab. Jan 2009;96(1):20-26. PMID: 19013090 , PMCID: PMC3134795 
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14. Richesson R, Shereff D, Andrews J. [RD] PRISM Library: Patient Registry Item Specifications and 

Metadata for Rare Diseases. Journal of library metadata. 2010;10(2-3):119-135. PMID: 

21057650, PMCID: PMC2967796 

15. Seminara J, Tuchman M, Krivitzky L, Krischer J, Lee HS, Lemons C, Baumgartner M, Cederbaum 

S, Diaz GA, Feigenbaum A, Gallagher RC, Harding CO, Kerr DS, Lanpher B, Lee B, Lichter-Konecki 

U, McCandless SE, Merritt JL, Oster-Granite ML, Seashore MR, Stricker T, Summar M, Waisbren 

S, Yudkoff M, Batshaw ML. Establishing a consortium for the study of rare diseases: The Urea 

Cycle Disorders Consortium. Mol. Genet. Metab. 2010;100 Suppl 1:S97-105. PMID: 20188616, 

PMCID: PMC2858794 

16. Glaze DG, Percy AK, Skinner S, Motil KJ, Neul JL, Barrish JO, Lane JB, Geerts SP, Annese F, 

Graham J, McNair L, Lee HS. Epilepsy and the natural history of Rett syndrome. Neurology. Mar 

16 2010;74(11):909-912. PMID: 20231667 , PMCID: PMC2836870 

17. Percy AK, Lee HS, Neul JL, Lane JB, Skinner SA, Geerts SP, Annese F, Graham J, McNair L, Motil 

KJ, Barrish JO, Glaze DG. Profiling scoliosis in Rett syndrome. Pediatr. Res. Apr 2010;67(4):435-

439. PMID: 20032810, PMCID: PMC2852102 

18. Weng C, Tu SW, Sim I, Richesson R. Formal representation of eligibility criteria: a literature 

review. J. Biomed. Inform. Jun 2010;43(3):451-467. PMID: 20034594, PMCID: PMC2878905 

19. Richesson RL, Smith SB, Malloy J, Krischer JP. Achieving standardized medication data in clinical 

research studies: two approaches and applications for implementing RxNorm. J. Med. Syst. Aug 

2010;34(4):651-657. PMID: 20703919, PMCID: PMC2977947 

20. Gentile JK, Tan WH, Horowitz LT, Bacino CA, Skinner SA, Barbieri-Welge R, Bauer-Carlin A, 

Beaudet AL, Bichell TJ, Lee HS, Sahoo T, Waisbren SE, Bird LM, Peters SU. A 

neurodevelopmental survey of Angelman syndrome with genotype-phenotype correlations. J. 

Dev. Behav. Pediatr. Sep 2010;31(7):592-601. PMID: 20729760, PMCID: PMC2997715 

21. Percy AK, Neul JL, Glaze DG, Motil KJ, Skinner SA, Khwaja O, Lee HS, Lane JB, Barrish JO, Annese 

F, McNair L, Graham J, Barnes K. Rett syndrome diagnostic criteria: lessons from the Natural 

History Study. Ann. Neurol. Dec 2010;68(6):951-955. PMID: 21104896, PMCID: PMC3021984 

22. Statland JM, Wang Y, Richesson R, Bundy B, Herbelin L, Gomes J, Trivedi J, Venance S, Amato A, 

Hanna M, Griggs R, Barohn RJ, The CINCH Consortium. An interactive voice response diary for 

patients with non-dystrophic myotonia. Muscle Nerve. 2011;44(1):30-35. PMID: 21674518, 

PMCID: PMC3233757 

23. McCormack FX, Inoue Y, Moss J, et al. Efficacy and safety of sirolimus in 

lymphangioleiomyomatosis. N. Engl. J. Med. Apr 28 2011;364(17):1595-1606. PMID: 21410393, 

PMCID: PMC3118601 

24. Richesson RL, Nadkarni P. Data standards for clinical research data collection forms: current 

status and challenges. J. Am. Med. Inform. Assoc. May 1 2011;18(3):341-346. PMID: 21486890 , 

PMCID: PMC3078665 

25. Lane JB, Lee HS, Smith LW, et al. Clinical severity and quality of life in children and adolescents 

with Rett syndrome. Neurology. Nov 15 2011;77(20):1812-1818. PMID: 22013176, PMCID: 

PMC3233210 
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26. Lee HS, Paik MC, Rundek T, Sacco RL, Dong C, Krischer JP. Heritability Estimation using 

Regression Models for Correlation. J Biom Biostat. Nov 15 2011;2(119). PMID: 22457844, 

PMCID: PMC3312250 

27. Monach PA, Tomasson G, Specks U, Stone JH, Cuthbertson D, Krischer J, Ding L, Fervenza FC, 

Fessler BJ, Hoffman GS, Ikle D, Kallenberg CG, Langford CA, Mueller M, Seo P, St Clair EW, 

Spiera R, Tchao N, Ytterberg SR, Gu YZ, Snyder RD, Merkel PA. Circulating markers of vascular 

injury and angiogenesis in antineutrophil cytoplasmic antibody-associated vasculitis. Arthritis 

Rheum. Dec 2011;63(12):3988-3997. PMID: 21953143, PMCID: PMC3227746 

28. Kelley JM, Monach PA, Ji C, Zhou Y, Wu J, Tanaka S, Mahr AD, Johnson S, McAlear C, 

Cuthbertson D, Carette S, Davis JC, Jr., Dellaripa PF, Hoffman GS, Khalidi N, Langford CA, Seo P, 

St Clair EW, Specks U, Stone JH, Spiera RF, Ytterberg SR, Merkel PA, Edberg JC, Kimberly RP. IgA 

and IgG antineutrophil cytoplasmic antibody engagement of Fc receptor genetic variants 

influences granulomatosis with polyangiitis. Proc. Natl. Acad. Sci. U. S. A. Dec 20 

2011;108(51):20736-20741. PMID: 22147912, PMCID: PMC3251158 

29. Monach PA, Kumpers P, Lukasz A, Tomasson G, Specks U, Stone JH, Cuthbertson D, Krischer J, 

Carette S, Ding L, Hoffman GS, Ikle D, Kallenberg CG, Khalidi NA, Langford CA, Seo P, St Clair 

EW, Spiera R, Tchao N, Ytterberg SR, Haubitz M, Merkel PA. Circulating angiopoietin-2 as a 

biomarker in ANCA-associated vasculitis. PLoS ONE. 2012;7(1):e30197. PMID: 22279570, 

PMCID: PMC3261176 

30. Shurin S, Krischer J, Groft SC. Clinical trials In BMT: ensuring that rare diseases and rarer 

therapies are well done. Biol. Blood Marrow Transplant. Jan 2012;18(1 Suppl):S8-11. PMID: 

22226117 

31. Tomasson G, Boers M, Walsh M, LaValley M, Cuthbertson D, Carette S, Davis JC, Hoffman GS, 

Khalidi NA, Langford CA, McAlear CA, McCune WJ, Monach PA, Seo P, Specks U, Spiera R, St 

Clair EW, Stone JH, Ytterberg SR, Merkel PA. Assessment of health-related quality of life as an 

outcome measure in granulomatosis with polyangiitis (Wegener's). Arthritis Care Res 

(Hoboken). Feb 2012;64(2):273-279. PMID: 21954229, PMCID: PMC3250569 

32. Grayson PC, Tomasson G, Cuthbertson D, Carette S, Hoffman GS, Khalidi NA, Langford CA, 

McAlear CA, Monach PA, Seo P, Warrington KJ, Ytterberg SR, Merkel PA. Association of 

vascular physical examination findings and arteriographic lesions in large vessel vasculitis. J. 

Rheumatol. Feb 2012;39(2):303-309. PMID: 22174204, PMCID: PMC3729730 

33. Nyland SB, Krissinger DJ, Clemente MJ, Irby RB, Baab KT, Jarbadan NR, Sokol L, Schaefer E, Liao 

J, Cuthbertson D, Epling-Burnette P, Paquette R, List AF, Maciejewski JP, Loughran TP, Jr. 

Seroreactivity to LGL leukemia-specific epitopes in aplastic anemia, myelodysplastic syndrome 

and paroxysmal nocturnal hemoglobinuria: Results of a bone marrow failure consortium study. 

Leuk. Res. Mar 1 2012. PMID: 22386729, PMCID: PMC3312981 

34. Richesson RL, Sutphen R, Shereff D, Krischer JP. The Rare Diseases Clinical Research Network 

Contact Registry update: features and functionality. Contemp. Clin. Trials. Jul 2012;33(4):647-

656. PMID: 22405970, PMCID: PMC3652679 

35. Grayson PC, Maksimowicz-McKinnon K, Clark TM, Tomasson G, Cuthbertson D, Carette S, 

Khalidi NA, Langford CA, Monach PA, Seo P, Warrington KJ, Ytterberg SR, Hoffman GS, Merkel 

PA. Distribution of arterial lesions in Takayasu's arteritis and giant cell arteritis. Ann. Rheum. 

Dis. Aug 2012;71(8):1329-1334. PMID: 22328740, PMCID: PMC3729734 
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36. Motil KJ, Caeg E, Barrish JO, Geerts S, Lane JB, Percy AK, Annese F, McNair L, Skinner SA, Lee 

HS, Neul JL, Glaze DG. Gastrointestinal and nutritional problems occur frequently throughout 

life in girls and women with rett syndrome. J. Pediatr. Gastroenterol. Nutr. Sep 2012;55(3):292-

298. PMID: 22331013, PMCID: PMC3393805 

37. Couluris M, Kinder BW, Xu P, Gross-King M, Krischer J, Panos RJ. Treatment of idiopathic 

pulmonary fibrosis with losartan: a pilot project. Lung. Oct 2012;190(5):523-527. PMID: 

22810758, PMCID: PMC4620709 
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