
1 

BIBLIOGRAPHY: Workshop on Improving Health Research for Small Populations 
 
BACKGROUND READING 
Organization of the Workshop 
Small is Essential: Importance of Subpopulation Research in Cancer Control. AJPH (2015). 
What is a Small Population? 
  
This bibliography is organized by workshop session and speaker. A number of presenters 
provided extensive bibliographies on their topics. 
 
SESSION 1: What do We Mean by Small Populations? How to Decide when a Small Population 
Is Important or Meaningfully Different Enough to Study?  
 
Howard Koh, Harvard T.H. Chan School of Public Health, The Importance of Health Research 
on Small Populations. 
 
Baggett, T.P., Chang, Y., Porneala, D.C., Bharel, L., Singer, D.E., and Rigotti, R.A. (2015). 

Disparities in cancer incidence, stage, and mortality in Boston health care for the 
homeless program. American Journal of Preventive Medicine, 49(5):694-702. 

Boehmer, U., and Elk, R., eds. (2015). Cancer and the LGBT Community. Heidelberg, Germany: 
Springer International Publishing. 

Gallup. (2017). See: http://news.gallup.com/poll/201731/lgbt-identification-rises.aspx [March 
2018]. 

Journal of the American Medical Association. Forums: See: 
https://newsatjama.jama.com/2017/02/08/jama-forum-health-equity-matters-for-
asian-americans-native-hawaiians-and-pacific-islanders [March 2018]. And See: 
https://newsatjama.jama.com/2016/11/10/jama-forum-improving-health-care-for-
homeless-people/ [March 2018]. 

National Academies of Sciences, Engineering, and Medicine. (2017). Communities in Action: 
Pathways to Health Equity. Washington, DC: The National Academies Press. Available: 
https://www.ncbi.nlm.nih.gov/books/NBK425848/pdf/Bookshelf_NBK425848.pdf 
[March 2018]. 

O’Connell, J.J. (2015). Stories from the Shadows: Reflections of a Street Doctor. Boston, MA: 
Boston Health Care for the Homeless Program. 

Pew Research Center. (2015). The Changing Face of America, 1965-2065. Available: 
http://www.pewresearch.org/fact-tank/2016/03/31/10-demographic-trends-that-are-
shaping-the-u-s-and-the-world/ [March 2018]. 

Torre, L.A., Sauer, A.M., Moon, S.C., Kagawa-Singer, M., Jemal, A., and Siegel, R.L. (2016). 
Cancer statistics for Asian Americans, Native Hawaiians, and Pacific Islanders 2015: 
Convergence of incidence between males and females. CA: A Cancer Journal for 
Clinicians, 66(3):182-202. 

U.S. Department of Health and Human Services. (2014). Sexual Orientation and Health Among 
U.S. Adults: National Health Interview Survey, 2013. National Health Statistics Reports, 
77. Available: https://www.cdc.gov/nchs/data/nhsr/nhsr077.pdf [March 2018]. 

http://naswebcontent.nas.edu/cs/groups/dbassesite/documents/webpage/c2vf/mtgz/~edisp/dbasse_183751.pdf
https://ajph.aphapublications.org/doi/abs/10.2105/AJPH.2014.302267
http://naswebcontent.nas.edu/cs/groups/dbassesite/documents/webpage/c2vf/mtg0/~edisp/dbasse_184005.pdf
http://naswebcontent.nas.edu/cs/groups/dbassesite/documents/webpage/c2vf/mtg0/~edisp/dbasse_184005.pdf


2 

World Health Organization. Constitution and Principles: See: 
http://www.who.int/about/mission/en/. 
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PCORnet, a national patient-centered clinical research network. Journal of American 
Medical Information Association, 21(4):578-582. 
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Kim, K.K., Joseph, J.G., and Ohno-Machado, L. (2015). Comparison of consumers’ views on 
electronic data sharing for healthcare and research. Journal of American Medical 
Information Association, 22(4):821-830. 
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http://www.rethinkingclinicaltrials.org/  

 Under DESIGN are discussions of: Experimental designs and randomization schemes; 
Endpoints and outcomes; Analysis plan; Consent, disclosure, and non-disclosure; Using 
electronic health record data, Data and safety monitoring; Designing with 
implementation and dissemination in mind, and Assessing feasibility. 

 Under Conduct are discussions of: Study startup and Participant recruitment 
 Under Dissemination are discussions of: Data sharing and embedded research; 

Dissemination and implementation; and Dissemination approaches for different 
stakeholders. 

 
Chris Fowler, Pennsylvania State University, Using Geospatial Methods with Demographic 
Data to Identify Populations. 
 
Family Life Project: A longitudinal study on children and families in rural Pennsylvania and 

North Carolina. See: http://flp.fpg.unc.edu/about-flp [March 2018]. 
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Stevens, G.A., et al. (2016). Guidelines for accurate and transparent health estimates reporting: 
The GATHER statement. PLOS Medicine, 13(8):e1002116. doi: 
10/1371/journal.pmed.1002056. 

Troped, P.J., et al. (2014). Relationships between the built environment and walking and weight 
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Websites 
In December, 2017, The Guardian published a very interesting piece titled “Bussed Out” on 

programs to bus homeless people from one city to another, complete with animated 
maps (www.theguardian.com/us‐news/ng‐interactive/2017/dec/20/bussed‐outamerica‐
moves‐homeless‐people‐country‐study). 

Spatial health web site at the University of North Carolina 
http://spatialhealth.web.unc.edu/projects/presentprojects/incorporating‐geographic‐
context‐into‐randomized‐controlled‐trials‐case‐studieson‐the‐rtss‐malaria‐and‐the‐oral‐
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Health Research 
 
Marc Elliott, Rand, Probability Sampling Methods for Small Populations. 
 
Marshall, G.N., Schell, T.L., Elliot, M.N., and Chun, C.A. (2005). Mental health of Cambodian 

refugees 2 decades after resettlement in the United States. The Journal of the American 
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Heckathorn, D.D., Semaan, S., Broadhead, R.S., and Hughes, J.J. (2002). Extensions of 
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Lee, S., Suzer-Gurtekin, Z.T., Wagner, J., and Valliant, R. (2017). Total survey error and 
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Journal of Official Statistics, 33(2):335-366. doi: https://doi.org/10.1515/jos-2017-0017 

Korean Life Study. See: http://sites.lsa.umich.edu/korean-healthlife-study/ [March 2018]. 
 
Patrick Sullivan, Emory University, Venue-Based and On-line Sampling. 

https://map.ox.ac.uk/
https://www.rand.org/about/people/s/schell_terry_l.html
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MacKellar, D.A., Gallagher, K.M., Finlayson, T., Sanchez, T., Lansky, A., and Sullivan, P. (2007). 
Surveillance of HIV risk and prevention behaviors of men who have sex with men—A 
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Krista Gile, University of Massachusetts, Amherst, Invited Discussant  
 
SESSION 4: New and Emerging Designs for Intervention Studies 
 
Amy M. Kilbourne, University of Michigan, Designs for Dissemination and Implementation 
Research for Small Populations. 
 
Bauer, M.S., Miller, C., Kim, B., Lew, R., Weaver, K., Coldwell, C., Henderson, K., Holmes, S., 

Seibert, M.N., Stolzmann, K., Elwy, A.R., and Kirchner, J. (2016). Partnering with health 
system operations leadership to develop a controlled implementation trial. Implement 
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Brown, C.H., Curran, G., Palinkas, L.A., Aarons, G.A., Wells, K.B., Jones, L., Collins, L.M., Duan, N., 
Mittman, B.S., Wallace, A., Tabak, R.G., Ducharme, L., Chambers, D.A., Neta, G., Wiley, 
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Health, 20(38):1-22. doi: 10.1146/annurev-publhealth-031816-044215. 
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Kilbourne, A.M., Nord, K.M, Kyle, J., Van Poppelen, C., Goodrich, D.E., Kim, H.M., Eisenberg, D., 
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doi: 10.1186/s40359-014-0048-x. 

Kilbourne, A.M., Almirall, D., Goodrich, D.E., Lai, Z., Abraham, K.M., Nord, K.M., and Bowersox, 
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Implement Science, 9:163. doi: 10.1186/s13012-014-0163-3. 

Kilbourne, A.M., Almirall, D., Eisenberg, D., Waxmonsky, J., Goodrich, D.E., Fortney, J.C., 
Kirchner, J.E., Solberg, L.I., Main, D., Bauer, M.S., Kyle, J., Murphy, S.A., Nord, K.M., and 
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Websites 
NIH PAR 16-238: Dissemination and Implementation Research in Health (R01). See for example: 

https://grants.nih.gov/grants/guide/pa-files/par-16-238.html. 
Penn State Methodology Center SMART design examples: 

https://methodology.psu.edu/ra/adap-inter/projects. 
 
Christine Lu, Harvard Medical School, Quasi-experimental Designs with Application to Small 
Populations. 
 
Lu, C.Y., Soumerai, S.B., Ross-Degnan, D., Zhang, F., and Adams, A.S. (2010). Unintended 

impacts of a Medicaid prior authorization policy on access to medications for bipolar 
illness. Medical Care, 48(1):4-9. 

Lu, C.Y., Adams, A.S., Ross-Degnan, D., Zhang, F., Zhang, Y., Salzman, C., and Soumerai, S.B. 
(2011). Association between prior authorization for medications and health service use 
by Medicaid patients with bipolar disorder. Psychiatric Services, 62(2):186-193. 

Lu, C.Y., Zhang, F., Lakoma, M.D., Madden, J.M., Rusinak, D., Penfold, R.B., Simon, G., 
Ahmedani, B.K., Clarke. G., Hunkeler, E.M., Waitzfelder, B., Owen-Smith, A., Raebel, 
M.A., Rossom, R., Coleman, K.J., Copeland, L.A., and Soumerai, S.B. (2014). Changes in 
antidepressant use by young people and suicidal behavior after FDA warnings and 
media coverage: Quasi-experimental study. British Medical Journal, 18(348):g3596. doi: 
10.1136/bmj.g3596. 

Zhang, Y., Adams, A.S., Ross-Degnan, D., Zhang, F., and Soumerai, S.B. (2009). Effects of prior 
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