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Sickle Cell Disease: General Reading List

3 Tips about Sickle Cell Disease Every Emergency Provider Needs to Know. Centers for Disease Control and
Prevention (CDC). Atlanta, GA: Centers for Disease Control and Prevention (CDC), 2017. 1 p. MH18D14132
https://www.cdc.gov/ncbddd/sicklecell/documents/Sickle Cell Providers.pdf

Barriers to Care and Quality of Primary Care Services in Children with Sickle Cell Disease. Jacob, E.; Childress, C.;
Nathanson, J. D. Journal of Advanced Nursing, v. 72, #6 (June), p. 1417-1429, 2016. 55648
https://www.ncbi.nim.nih.gov/pubmed/26370255 DOI: 10.1111/jan.12756

Care Coordination for Children With Sickle Cell Disease: A Longitudinal Study of Parent Perspectives and Acute
Care Utilization. Rattler, T. L.; Walder, A. M.; Feng, H.; Raphael, J. L. American Journal of Preventive Medicine, v. 51,
#1, Suppl. 1 (July), p. S55-S61, 2016. 43497 https://www.ncbi.nIm.nih.gov/pubmed/27320467

CDC Grand Rounds: Improving the Lives of Persons with Sickle Cell Disease. Hulihan, M.; Hassell, K. L.; Raphael,
J. L.; Smith-Whitley, K.; Thorpe, P. Morbidity and Mortality Weekly Report (MMWR), v. 66, #46 (November 24), p. 1269—
1271, 2017. 48216 https://www.ncbi.nlm.nih.gov/pubmed/29166365 DOI: 10.15585/mmwr.mm6646a2

A Century of Progress: Milestones in Sickle Cell Disease Research Care. Bethesda, MD: National Heart Lung and
Blood Institute, 2010. 2 p. MH12D10867
https://www.nhlbi.nih.gov/files/docs/public/blood/Tagged2NHLBISickleCellTimeline.pdf

CE: Understanding the Complications of Sickle Cell Disease. Tanabe, P.; Spratling, R.; Smith, D.; Grissom, P.;
Hulihan, M. American Journal of Nursing, v. 119, #6 (June), p. 26-35, 2019. 54961
https://www.ncbi.nlm.nih.gov/pubmed/31135428 DOI: 10.1097/01.NAJ.0000559779.40570.2¢

Chronic Opioid Therapy and Central Sensitization in Sickle Cell Disease. Carroll, C. P.; Lanzkron, S.; Haywood, C.,
Jr.; Kiley, K.; Pejsa, M.; Et al. American Journal of Preventive Medicine, v. 51, #1, Suppl. 1 (July), p. S69-S77, 2016.
43488 https://www.ncbi.nlm.nih.gov/pubmed/27320469

Cure Sickle Cell Initiative: A Patient-Focused Research Effort to Develop Genetic Therapies for Use in Clinical
Research within 5 to 10 Years. Bethesda, MD: National Heart Lung and Blood Institute (NHLBI), 2018. 1 p.
MH19D14497

Do You Use the Emergency Department for Care of Sickle Cell Disease? What to Know Before You Go. Centers for
Disease Control and Prevention (CDC). Atlanta, GA: Centers for Disease Control and Prevention (CDC), 2017. 1 p.
MH18D14133 https://www.cdc.gov/ncbddd/sicklecell/documents/Sickle Cell Patients.pdf

Dying in the City of the Blues: Sickle Cell Anemia and the Politics of Race and Health. Wailoo, K. Brandt, A. M.;
Churchill, L. R., ed. Chapel Hill, NC: The University of North Carolina Press, 2001. ix, 338 p. MH11D10705

Engaging Individuals with Sickle Cell Disease in Patient-Centered Outcomes Research: A Community Health
Ambassador Training Model. Mayo-Gamble, T. L.; Murry, V. M.; Cunningham-Erves, J.; Cronin, R. M.; Lari, N., et al.
Journal of Health Care for the Poor and Underserved, v. 31, #1 (February), p. 353-369, 2020. 55580
https://www.ncbi.nim.nih.gov/pubmed/32037336 DOI: 10.1353/hpu.2020.0027
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Evidence-Based Management of Sickle Cell Disease: Expert Panel Report, 2014. Bethesda, MD: National Heart,
Lung, and Blood Institute (NHLBI), National Institute of Health (NIH), 2014. xv, 142 p. MH18D14272
https://www.nhlbi.nih.gov/sites/default/files/media/docs/sickle-cell-disease-report%20020816 0.pdf

Family Engagement in Pediatric Sickle Cell Disease Visits. Cox, E. D.; Swedlund, M. P.; Young, H. N.; Moreno, M. A;;
Schopp, J. M., et al. Health Communication, v. 32, #1 (January), p. 51-59, 2017. 45173
http://www.ncbi.nlm.nih.gov/pubmed/27159356

Hope and Destiny: The Patient and Parent's Guide to Sickle Cell Disease and Sickle Cell Trait. 3rd ed. Platt, A.F.;
Eckman, J.; Hsu, L. Hilton Publishing, 2011. 311 p. MH14D12452

Improving Emergency Providers' Attitudes Toward Sickle Cell Patients in Pain. Puri Singh, A.; Haywood, C., Jr.;
Beach, M. C.; Guidera, M.; Lanzkron, S., et al. Journal of Pain and Symptom Management, v. 51, #3 (March), p. 628-
632.e3, 2016. 50646 https://www.ncbi.nIm.nih.gov/pubmed/26596878 DOI: 10.1016/j.jpainsymman.2015.11.004

In the Blood: Sickle Cell Anemia and the Politics of Race. Tapper, M. Philadelphia, PA: University of Pennsylvania
Press, 1999. 163 p. MH12D11266

Is a Widely Available Cure for Sickle Cell Disease on the Horizon?. National Institutes of Health (NIH). NIH Medline
Plus, v. 12, #5 (Winter), p. 25, 2018. 48915 https://medlineplus.gov/magazine/issues/pdf/MLPWinter18.pdf

Lifespan Care in SCD: Whom to Transition, the Patients or the Health Care System?. Minniti, C. P.; Vichinsky, E.
American Journal of Hematology, v. 92, #6 (June), p. 487-489, 2017. 50438
https://www.ncbi.nim.nih.gov/pubmed/28211097 DOI: 10.1002/ajh.24685

Management of Chronic Pain in Adults Living with Sickle Cell Disease in the Era of the Opioid Epidemic: A
Qualitative Study. Sinha, C. B.; Bakshi, N.; Ross, D.; Krishnamurti, L. JAMA Network Open, v. 2, #5 (May): €194410,
2019. 52616 https://pubmed.ncbi.nim.nih.gov/31125105/ DOI: 10.1001/jamanetworkopen.2019.4410

Pediatric Hematologists Report Infrequent Prognosis Discussions in the Routine Care of Children with Sickle Cell
Disease. Pecker, L. H.; Silver, E. J.; Roth, M.; Manwani, D. Journal of Health Care for the Poor and Underserved, v. 31,
#1 (February), p. 398-423, 2020. 55583 _https://www.ncbi.nIim.nih.gov/pubmed/32037339 DOI: 10.1353/hpu.2020.0030

Physical Activity and Pain in Youth With Sickle Cell Disease. Karlson, C. W.; Delozier, A. M.; Seals, S. R.; Britt, A. B.;
Stone, A. L., et al. Family & Community Health, v. 43, #1 (January/March), p. 1-9, 2020. 55284
https://www.ncbi.nlm.nih.gov/pubmed/31764301 DOI: 10.1097/FCH.0000000000000241

The Role of Patient-Physician Communication on the Use of Hydroxyurea in Adult Patients with Sickle Cell
Disease. Jabour, S. M.; Beachy, S.; Coburn, S.; Lanzkron, S.; Eakin, M. N. Journal of Racial and Ethnic Health
Disparities, v. 6, #6 (December), p. 1233-1243, 2019. 55198 _https://www.ncbi.nlm.nih.gov/pubmed/31410784 DOI:
10.1007/s40615-019-00625-5

Sickle Cell Disease: A Family Guide. 4th ed.. Savage, B.; Scheiner, P.; Christ, S.; Drachtman, R., ed. New Jersey
Department of Health; Division of Family Services; Newborn Screening and Genetic Services. Trenton, NJ: New Jersey
Department of Health, 2017. iv, 24 p. Includes a glossary. MH19D14648
https://www.nj.gov/health/fhs/nbs/documents/Sickle%20Cell%20Family%20Guide Fourth%20Edition.pdf

Sickle Cell Disease, More Than Just Pain: The Mediating Role of Psychological Symptoms. Robbins, M. A.; McGill,
L. S.; Holloway, B. M.; Bediako, S. M. Southern Medical Journal, v. 112, #5 (May), p. 253-258, 2019. 53965
https://www.ncbi.nim.nih.gov/pubmed/31050789 DOI: 10.14423/SMJ.0000000000000972

Specifying Sickle Cell Disease Interventions: A Study Protocol of the Sickle Cell Disease Implementation
Consortium (SCDIC). Baumann, A. A.; Belle, S. H.; James, A.; King, A. A. Sickle Cell Disease Implementation
Consortium. BMC Health Services Research, v. 18 (June 27): 500, 2018. 49644
https://www.ncbi.nim.nih.gov/pubmed/29945631 DOI: 10.1186/s12913-018-3297-1
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State of Sickle Cell Disease: 2016 Report. American Society of Hematology (ASH). Washington, DC: American Society
of Hematology (ASH), 2016. 27 p. Includes bibliographic references. MH19D14667
http://www.scdcoalition.org/pdfs/ASH%20State%200f%20Sickle%20Cell%20Disease%202016%20Report.pdf

Toolkit for Living Well with Sickle Cell Disease. Centers for Disease Control and Prevention (CDC), Atlanta, GA, 2014.
40 p. MH17D13908 https://www.cdc.gov/ncbddd/sicklecell/materials/factsheets.html

Uncertain Suffering: Racial Health Care Disparities and Sickle Cell Disease. Rogue, C. M. Berkeley, CA: University
of California Press, 2009. xii, 314 p. Includes bibliographical references and index. MH10D9640

For more information contact:

Tel: 1-800-444-6472

Email: KnowledgeCenter@minorityhealth.hhs.gov

Website: https://minorityhealth.hhs.gov

Search the online library catalog at: https://minorityhealth.hhs.gov/opac

The OMH Knowledge Center contains a collection
of 65,000 documents, reports, books, journals,
media, and journal articles related to the health
status of racial and ethnic minority populations. The
library collection also includes sources of consumer
health material in more than 40 languages.

Knowledge Center staff can respond to requests ),
from the public by providing selective bibliographies

of articles and books in its collection. ~—
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