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Advocacy Organizations

What are some Local organizations that do advocacy work?

United Cerebral Palsy (UCP) of MetroBoston, located in Watertown
Disability Law Center (DLC), Boston branch

What are some State level organizations that do advocacy work?

Cerebral Palsy of Massachusetts (CPMA), located in Quincy
Programs for Children with Special Health Care Needs—a division of the
Department of Public Health, located in Boston

What are some National level organizations that do advocacy
work?

United Cerebral Palsy Associations (UCPA), based in Washington, DC
National Dissemination Center for Children with Disabilities (NICHCY), based
in Washington, DC

What are some International organizations that do advocacy
work?

International Cerebral Palsy Association (ICPA), based in British Columbia,
Canada
Cerebral Palsy Association, based in Sydney, Australia

Advocacy Issue

Looking at the State, National, and/or International level, at the
websites or information from the organizations above, what is a
major area of advocacy at this time? Try to choose an advocacy
issue that will in some way affect the local community. Advocacy
specifically refers to promoting legislation, policies or specific
budgetary appropriations that positively affect a health issue.

This may occur through decreasing barriers to accessing health
services, providing an infrastructure conducive to effective health
promotion programs, or directly increasing the resources and
infrastructure of the public health system.

Boston Center for Independent Living (BCIL) is looking at a number of
accessibility issues that are prevalent in Boston’s many healthcare facilities:
improper transfers onto examination tables, denied use of accessible inpatient
rooms, architectural barriers within the facilities, and poor overall quality of care.

What specific law, policy or appropriation is being advocated for?

Who is doing the advocating? (Which organizations?)

Boston Center for Independent Living (BCIL), in collaboration with Greater
Boston Legal Services

Who is being lobbied?

At present, BCIL is advocating this issue on a grass-roots level and gathering
information from individuals with disabilities who have experienced such issues
personally. As such, no litigious action or lobbying has yet to actively begin.
However, BCIL and Greater Boston Legal Services have a storied history
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together: they won a class action lawsuit against the Massachusetts Bay
Transportation Authority in April of 20006. This resulted in MBTA placing a total
monetary value of $310 million on the planned cost of improving accessibility of
public transport for those with disabilities. As such, we are very optimistic that
their advocacy efforts, this time on behalf of improved accessibility to
healthcare, will be successful.

Whom will this issue affect? People with disabilities, including those with Cetebral Palsy.
Were they or will they (in your opinion) be successful? Yes
Why or why not? What do they need to be more successful? If BCIL is again successful in its advocacy endeavors, many individuals with

disabilities throughout the state of Massachusetts could benefit from increased
accessibility to healthcare.

What are the consequences if they are not successful? If these advocacy efforts fall short, however, those individuals would continue to
live with the very real consequences of not receiving proper care. For many
people living with CP, frustration and embarrassment are often an expected
result of visiting their healthcare facility, and many are hesitant to seek the care
they need. And those who do seek care often find it to be inadequate.

If they are not successful, what other strategies can be used to If BCIL fails to achieve legislative action against those hospitals and practices
achieve the same goal? that fail to accommodate their disabled patients, the fight should not simply
disappear. Other organizations, both on the state and national level, should take
up the cause and lobby legislators to instate high standards for healthcare
practices that require improved accessibilities for those with disabilities.

How can physicians and/or nurses be involved in this advocacy Individual physicians and nurses should step forth in support of the cause, and
issue? be cognizant of their surroundings in order to make their services as

accommodating to those living with disabilities as possible.

Cooley, W.C. “Providing a Primary Care Medical Home for Children and Youth with Cerebral Palsy.” Pediatrics. Vol. 114 No. 4, pp1106-1113.

Brehaut, J., O’Donnell, M., Raina, P., Rosenbaum, P., Russell, D., Swinton, M., Wood, E., Zhu, B. “The Health and Well-Being of Caregivers of Children With Cerebral
Palsy.” Pediatrics. Vol. 115, €626-e636.

Winter, S., Autry, A., Boyle, C., Yeargin-Allsopp, M. “Trends in the Prevalence of Cerebral Palsy in a Population-Based Study.” Pediatrics. Vol. 110 No. 6, 1220-1225.

4AMYCHILD, Help and Hope for Life. (2007). The State of Cerebral Palsy — Facts and Figures. Retrieved on October 20, 2007 from http://www.cerebralpalsy.org/what-is-
cerebral-palsy/statistics/

United Cerebral Palsy Research and Education Foundation. (2007). The Diagnosis of Cerebral Palsy. Retrieved on October 20, 2007 from
http://www.ucpresearch.org/cerebral-palsy-research/diagnosis-of-cerebral-palsy.php

NEC Foundation of America. (2007). United Cerebral Palsy Associations (UCP). Retrieved on October 20, 2007 from
http://www.necfoundation.org/organizations/organizations_show.htm?doc_id=137643

Becker, H., Schaller, J. Perceived health and self-efficacy among adults with cerebral palsy. Journal of Rehabilitation, April-June, 1995. Retrieved from October 21, 2007
from http://findarticles.com/p/articles/mi_m0825/is_n2_v61/ai_17160959/pg_1

CHC - Population Health Framework 2007



http://www.cerebralpalsy.org/what-is-cerebral-palsy/statistics/
http://www.cerebralpalsy.org/what-is-cerebral-palsy/statistics/
http://www.ucpresearch.org/cerebral-palsy-research/diagnosis-of-cerebral-palsy.php
http://www.necfoundation.org/organizations/organizations_show.htm?doc_id=137643
http://findarticles.com/p/articles/mi_m0825
http://findarticles.com/p/articles/mi_m0825/is_n2_v61
http://findarticles.com/p/articles/mi_m0825/is_n2_v61/ai_17160959/pg_1

U.S. Department of Health and Human Services. The Surgeon General’s Call To Action, To Improve the Health and Wellness of Persons With Disabilities. U.S.
Department of Health and Human Services, Office of the Surgeon General, 2005.

Department of Health and Human Services, Center for Disease Control. (2007). Cerebral Palsy. Retrieved on October 21, 2007 from
http://www.cdc.gov/ncbddd/dd/cp3.htmCenter for Disease Control and Prevention.

Department of Health and Human Services. Cerebral Palsy Fact Sheet. Retrieved October 19, 2007, from: http://www.cdc.gov/nchddd/autism/ActEarly/cerebral_palsy.html

Center for Disease Control and Prevention. Department of Health and Human Services. Developmental Disabilities: Cerebral Palsy. Retrieved October 19, 2007, from:
http://www.cdc.gov/ncbddd/dd/cp2.htm

National Institute of Neurological Disorders and Stroke. NINDS Cerebral Palsy Information Page. Retrieved October 19, 2007, from:
http://www.ninds.nih.gov/disorders/cerebral_palsy/cerebral_palsy.htm#What_is_the prognosis.

American Academy of Neurology. AACN Guideline Summary for Clinicians. Practice Parameter: Diagnostic Assessment of the Child With Cerebral Palsy. Retrieved
October 19, 2007, from http://www.aan.com/professionals/practice/guidelines/guideline_summaries/Child_Cerebral_Pasly_Guideline_for_Clinicians.pdf.

Operative Vaginal Delivery: A Cause of Birth Injury or Is It? Towner, Dena R.; Ciotti, Mary C. Clinical Obstetrics and Gynecology. Vol 50 (3) pp563-581. ¢.2007,
Lippincott Williams & Wilkins

Severe constipation: an under-appreciated cause of VP shunt malfunction: a case-based update. Martinez-Lage, Juan F.; Martos-Tello, José M ; Ros-de-San Pedro, Javier;
Almagro, Maria J. Childs Nerv Syst. 2007 Oct 10; [Epub ahead of print]

United Cerebral Palsy: Life without Limits for People with Disabilities; http://www.ucp.org/index.cfm

http://www.mass.gov/dph/hosp/mhs.htm Accessed 10/18/07
http://www.thegenesisfund.org/ Accessed 10/18/07
http://www.hcs.harvard.edu/~chp/cp.html Accessed 10/18/07
http://www.masscp.org/ Accessed 10/18/07
http://www-rheop.ujf-grenoble.fr/scpe2/site_scpe/index.php Accessed 10/18/07

CHC - Population Health Framework 2007


http://www.cdc.gov/ncbddd/autism/ActEarly/cerebral_palsy.html
http://www.cdc.gov/ncbddd/dd/cp2.htm
http://www.ninds.nih.gov/disorders/cerebral_palsy/cerebral_palsy.htm#What_is_the_prognosis
http://www.aan.com/professionals/practice/guidelines/guideline_summaries/Child_Cerebral_Pasly_Guideline_for_Clinicians.pdf
http://www.ucp.org/index.cfm
https://mail.umassmed.edu/exchweb/bin/redir.asp?URL=http://www.thegenesisfund.org/
https://mail.umassmed.edu/exchweb/bin/redir.asp?URL=http://www.masscp.org/
https://mail.umassmed.edu/exchweb/bin/redir.asp?URL=http://www-rheop.ujf-grenoble.fr/scpe2/site_scpe/index.php

	Advocacy Organizations
	Advocacy Issue
	Cooley, W.C. “Providing a Primary Care Medical Home for Children and Youth with Cerebral Palsy.” Pediatrics. Vol. 114 No. 4,  pp1106-1113.
	Brehaut, J., O’Donnell, M., Raina, P., Rosenbaum, P., Russell, D., Swinton, M., Wood, E., Zhu, B. “The Health and Well-Being of Caregivers of Children With Cerebral Palsy.” Pediatrics. Vol. 115, e626-e636.
	Winter, S., Autry, A., Boyle, C., Yeargin-Allsopp, M. “Trends in the Prevalence of Cerebral Palsy in a Population-Based Study.” Pediatrics. Vol. 110 No. 6, 1220-1225. 
	4MYCHILD, Help and Hope for Life. (2007). The State of Cerebral Palsy — Facts and Figures. Retrieved on October 20, 2007 from http://www.cerebralpalsy.org/what-is-cerebral-palsy/statistics/
	United Cerebral Palsy Research and Education Foundation. (2007). The Diagnosis of Cerebral Palsy. Retrieved on October 20, 2007 from http://www.ucpresearch.org/cerebral-palsy-research/diagnosis-of-cerebral-palsy.php
	NEC Foundation of America. (2007). United Cerebral Palsy Associations (UCP). Retrieved on October 20, 2007 from http://www.necfoundation.org/organizations/organizations_show.htm?doc_id=137643
	Becker, H., Schaller, J. Perceived health and self-efficacy among adults with cerebral palsy. Journal of Rehabilitation,  April-June, 1995. Retrieved from October 21, 2007 from http://findarticles.com/p/articles/mi_m0825/is_n2_v61/ai_17160959/pg_1
	U.S. Department of Health and Human Services. The Surgeon General’s Call To Action, To Improve the Health and Wellness of Persons With Disabilities. U.S. Department of Health and Human Services, Office of the Surgeon General, 2005.
	Department of Health and Human Services, Center for Disease Control. (2007). Cerebral Palsy. Retrieved on October 21, 2007 from http://www.cdc.gov/ncbddd/dd/cp3.htmCenter for Disease Control and Prevention. 
	Department of Health and Human Services. Cerebral Palsy Fact Sheet. Retrieved October 19, 2007, from: http://www.cdc.gov/ncbddd/autism/ActEarly/cerebral_palsy.html 


