AAHD

  American Association on Health and Disability

110 N. Washington Street ( Suite ( 340-A Rockville, MD 20850

PUBLICATIONS, ORGANIZATIONS, AND PROGRAMS PERTAINING TO CAREGIVERS OF PEOPLE WITH DISABILITIES 

ABUSE

Title
Domestic Violence and People with Disabilities

Source
West Virginia Coalition Against Domestic Violence (WVCADV)


Format
Webpage

Description
This webpage discusses how domestic violence can affect the lives of people with disabilities in ways that differ from people without disabilities. For example, people with disabilities may have caregivers who might withhold medical treatment, deny personal care and access to information that will help increase independence, handle the person with disabilities roughly when providing care, not allow the person to make decisions, and other forms of emotional and physical abuse. Also discussed are barriers to seeking services for victims of domestic violence with disabilities, as well as consequences of not reporting the violence. Included are tips on what a person with disabilities and those who work with them can do to reduce the incidence of domestic violence.

Contact URL
http://www.wvcadv.org/people_with_disabilities.htm
Contact Name


Contact Title

Contact Dept.


Contact Agency
WVCADV
4710 Chimney Drive Suite A
Charleston, WV 25302


Contact e-Mail




Contact Dept. Phone
304-965-3552

304-965-3572 (fax)

CAREGIVING
Title
National Alliance for Caregiving


Source




Format
Non-profit Organization

Description
The National Alliance for Caregiving is a non-profit coalition of national organizations focusing on issues of family caregiving. Alliance members include grassroots organizations, professional associations, service organizations, disease-specific organizations, a government agency, and corporations.  The Alliance was created to conduct research, do policy analysis, develop national programs and increase public awareness of family caregiving issues.  The Alliance has: conducted the National Caregiver Survey, which has identified the profile of the caregiver, care recipient, and the impact of caregiving; developed the Family Care Resource Connection, which provides reviews and ratings for over 1,000 consumer-oriented caregiver resources such as web sites, videos, books and brochures; produced Toward a National Caregiving Agenda: Empowering Family Caregivers in America, a national grassroots caregiving movement focused on advocacy and activism which will organize and mobilize family caregivers around the country; conducted The Third International Conference on Family Care, October 12-14, 2002, the first international conference on family caregiving held in the US; and developed MetLife Study of Sons at Work: Balancing Employment and Eldercare (with Towson University), which compared caregiving tasks and impact on work attitudes of over 1,300 male and female caregivers at three large US employers.

Contact URL
http://www.caregiving.org/about/
Contact Name


Contact Title

Contact Dept.


Contact Agency
National Alliance for Caregiving
4720 Montgomery Lane, 5th Floor
Bethesda, MD 20814

Contact e-Mail
info@caregiving.org




Contact Dept. Phone

CHILDREN
Title
Family Friends



Source
The National Council on the Aging




Format
Intergenerational volunteer program

Description
Family Friends matches men and women 55 years and older with families who have children with disabilities and chronic illnesses.  Volunteers visit the family’s home weekly and offer social and emotional support as well as assistance and information. 

Contact URL
http://www.family-friends.org/
Contact Name


Contact Title

Contact Dept.


Contact Agency
Adam Brunner
NCFF Director, 
Adam.brunner@ncoa.org, 202-479-6627

Melinda Carpio

NCFF Administrative Assistant, 
Melinda.carpio@ncoa.org, 202-479-6672 
Please direct requests for general information to Melinda Carpio.

George Gerharz
Consultant, 
ggerharz@aol.com, 414-476-5738 

Contact e-Mail




Contact Dept. Phone

Title
The Fathers Network


Source




Format
Organization
Description
The Fathers Network provides up-to-date information and resources for fathers, family members, and care providers of children with special needs in the form of current news articles, press releases, and timely articles.  Also included on its website is an Events Calendar for upcoming conferences and seminars, all designed to enhance knowledge about the joys and challenges of children with special needs. 

Contact URL
http://www.fathersnetwork.org/694.html
Contact Name
Greg Schell


Contact Title
Program Director


Contact Dept.


Contact Agency
The Fathers Network




Washington State Fathers Network

Kindering Center

16120 N.E. Eighth Street

Bellevue, WA 98008

Contact e-Mail
greg.schell@kindering.org


Contact Dept. Phone
425-747-4004, ext.  4286 425-747-1069 (fax)


Title
Guides to Life Planning

Source
New Horizons Un-Limited Incorporated




Format
Listing

Description
This is a listing of names and links to a variety of guides on future planning that are geared toward families of children with disabilities.

Contact URL
http://www.new-horizons.org/guilif.html
Contact Name


Contact Title

Contact Dept.


Contact Agency
New Horizons Un-Limited Inc.
811 East Wisconsin Avenue
P.O. Box 510034
Milwaukee, WI 53203 

Contact e-Mail
horizons@new-horizons.org




Contact Dept. Phone


Title

http://www.specialchild.com/index.html
Source
The Resource Foundation for Children with Challenges (RFCC), a 501(c)(3) nonprofit organization

Format
Website

Description
RFCC provides educational resources and emotional support to parents and caregivers of children, adolescents, and young adults with disabilities and includes success stories, information, discussion of family issues, and tips.

Contact URL
http://www.specialchild.com/index.html
Contact Name


Contact Title

Contact Dept.
The Resource Foundation for Children with Challenges (or) The RFCC
P.O. Box 1405
Santa Clarita, CA 91386-1405

Contact Agency


Contact e-Mail
rfcc-info@specialchild.com
Contact Dept. Phone

DENTAL CARE

Title
Dental Care Every Day: A Caregiver's Guide


Source
National Institute of Dental and Craniofacial Research

Format
Online booklet
Description
This downloadable online booklet shows in words and pictures how someone can help a person with a developmental disability brush, floss, and have a healthy mouth.  It includes tips on location, positioning the body, dealing with difficult behavior, creative ways to solve brushing problems based on the client's special needs, ways to make the toothbrush easier to hold, the importance of visiting a dentist, brushing, and flossing regularly, how to prepare for the dental visit.
Contact URL
http://www.nidcr.nih.gov/HealthInformation/DiseasesAndConditions/DevelopmentalDisabilitiesAndOralHealth/DentalCareEveryDay.htm
Contact Name


Contact Title

Contact Dept.


Contact Agency
National Institute of Dental and Craniofacial Research
National Institutes of Health
Bethesda, MD 20892-2190

Contact e-Mail
 nidcrinfo@mail.nih.gov




Contact Dept. Phone
(301) 496-4261

DEVELOPMENTAL DISABILITIES

Title
Supporting Families and Other Carers Research Projects

Source
The Rehabilitation Research and Training Center on Aging with Developmental Disabilities (RRTCADD)

Format
Research Projects

Description
Supporting Families and Other Carers Research projects focus on enhancing caregiving supports and transition planning among older caregivers and other family members. To enhance caregiving supports and transition planning, the RRTCADD will conduct epidemiological research on family demographic and health characteristics, including families of minority backgrounds and families of persons with dual diagnoses of I/DD and psychiatric impairments, sibling roles and interventions in planning for transitions, and consumer direction in family support.  The research projects include: 
1. State-Level Estimation of Severe Disability and Aging Families; Aging Latino and African American Caregivers of Children with Developmental Disabilities; 

Aging with a Dual Diagnosis: Families of Individuals with Developmental Disabilities and/or Severe Mental Health Problems; Outcomes of Consumer-Directed Family Support; and Supporting Siblings & Adults with I/DD in Planning for the Future. 

Contact URL

http://www.uic.edu/orgs/rrtcamr/objectives.html#two
Contact Name
John Kramer

Contact Title

Contact Dept.


Contact Agency
RRTCADD
University of Illinois at Chicago
1640 W. Roosevelt Rd.
Rm 538
Chicago, IL 60608



Contact e-Mail
jkrame3@uic.edu
Contact Dept. Phone

ELDERLY

Title
Children of Aging Parents (CAPS)


Source




Format
Organization

Description
CAPS provides caregivers with reliable information and advice and extends its outreach through new support groups, workshops, and presentations for churches, schools, employers, service clubs, and television audiences.  Included on the CAPS website is a caregivers’ guide and a list of helpful links.

Contact URL
http://www.caps4caregivers.org/about.htm
Contact Name


Contact Title

Contact Dept.


Contact Agency
CAPS




P.O. Box 167




Richboro, PA  18954


Contact e-Mail
http://www.caps4caregivers.org/about.htm
Contact Dept. Phone
1-800-227-7294

EMERGENCY PREPAREDNESS

Title
Disaster Planning Tips for Caregivers of the Elderly and People with Disabilities by Carolyn Wilken, published August 2005

Source
Family Youth and Community Sciences Department, Florida Cooperative Extension Service, Institute of Food and Agricultural Sciences, University of Florida 
Format
Publication


Description
The purpose of this publication is to recommend specific strategies for caregivers to develop a plan so they will be prepared for any natural disaster that may come their way.  Included are ways to create a disaster team and make evacuation plans, the importance of putting the plan in writing, and helpful Web sites that contain detailed information about caring for someone with a disability during a disaster.

Contact URL
http://edis.ifas.ufl.edu/FY751
Contact Name


Contact Title

Contact Dept.


Contact Agency


Contact e-Mail


Contact Dept. Phone
RESOURCES
Title
FamilyCare America, Inc.


Source




Format
Information resource

Description
FamilyCare America, Inc. works with corporate and community partners and employers nationwide, helping family caregivers help themselves and their loved ones by providing an online resource library that includes resources for individual caregivers, working caregivers, researchers, employers and other organizations.  Topics of the online fact sheets include: Caregiving Basics, Caring For Yourself, Care Facilities, Checklists & Forms, A Disability, A Disease, Emotional Issues, End-of-Life Issues, Home Care, Housing Issues, Long-Distance Care, Medical Care, and Mobility.  The website allows caregivers an opportunity to create a care plan to get organized and find information, resources, and suggestions targeted to one’s individual caregiving situation.  The website also provides The FamilyCare Connector, a source book for community and faith-based organizations, as well as guidelines for businesses or organizations to accomplish strategic or social goals in response to the aging of America and the increase in the number of caregivers in the working world.

Contact URL
http://www.familycareamerica.com/
Contact Name


Contact Title

Contact Dept.


Contact Agency
FamilyCare America, Inc.
1004 N. Thompson Street, Suite 205
Richmond, Virginia 23230


Contact e-Mail




Contact Dept. Phone
804-342-2200

Title
Family Caregiver Alliance (FCA) 

Source




Format

Description
FCA’s information, education services, research and advocacy programs support and sustain the important work of families nationwide caring for loved ones with chronic and disabling health conditions.  Included on FCA’s website are fact sheets, publications, newsletters, news releases, and opportunities to join discussion groups.

Contact URL
http://www.caregiver.org/caregiver/jsp/home.jsp
Contact Name


Contact Title


Contact Dept.


Contact Agency
Family Caregiver Alliance 

180 Montgomery St, Ste 1100

San Francisco, CA 94104

Contact e-Mail
info@caregiver.org




Contact Dept. Phone
415-434-3388  1-800-445-8106  415-434-3508 (fax)


Title
The International Center for Disability Resources on the Internet 
Source


Format
website

Description
The International Center for Disability Resources on the Internet provides resources on its website to help caregivers of people with disabilities and the elderly all over the world.  

Contact URL
http://www.icdri.org/caregiver/caregiving_resource_page.htm
Contact Name


Contact Title

Contact Dept.




Contact Agency
The International Center for Disability Resources on the Internet (ICDRI) 
Main Office
5212 Covington Bend Drive
Raleigh, NC 27613


Contact e-Mail
icdri@icdri.org
Contact Dept. Phone
919-349-6661

Title
National Family Caregivers Association (NFCA)

Source


Format
National organization


Description
NFCA empowers, educates, and advocates for the more than 50 million Americans who care for loved ones who have a disability or are chronically ill and/or aged. NFCA addresses the common needs and concerns of all family caregivers, including different diagnoses, different relationships and different life stages.  NFCA’s goal is to improve the overall quality of life of caregiving families and minimize disparities between family caregivers and non-caregivers. NFCA publishes a newsletter, which is available online, as well as tips, guides, resources, and education pages dealing with specific diseases, conditions and symptoms.  NFCA also provides an educational program, Communicating Effectively with Healthcare Professionals, which is designed as a three-hour interactive class.

Contact URL
http://www.thefamilycaregiver.org/index.cfm
Contact Name


Contact Title

Contact Dept.



Contact Agency
National Family Caregivers Association
10400 Connecticut Avenue, Suite 500 
Kensington, MD 20895-3944



Contact e-Mail
info@thefamilycaregiver.org




Contact Dept. Phone
800-896-3650  

Phone: 301-942-6430 
Fax: 301-942-2302


Title
National Organization for Empowering Caregivers (NOFEC)

Source




Format
Caregiving organization


Description
NOFEC provides assistance, education, support, referrals and respite volunteers for informal family caregivers and promotes public awareness about the realities of caregiving.  NOFEC encourages collaboration with other caregiving organizations to create a user-friendly clearinghouse of existing programs dedicated to helping family caregivers.  NOFEC provides support groups, seminars, workshops, information and referrals, printed educational materials and publications, tools for caregivers and their families, professionals for counseling and other care related needs, respite care resources, speakers bureau, lectures, customizable programs, and seminars.  Its programs are designed for family caregivers, professional caregivers, senior centers, community organizations, religious organizations, employers, employees, non-profits, health care organizations, physician and nursing associations, organizations associated with illnesses and diseases, conferences, and expos.

Contact URL
http://www.nofec.org/index.html
Contact Name


Contact Title

Contact Dept.


Contact Agency
NOFEC
425 West 23rd Street, Suite 9B

New York, NY 10011


Contact e-Mail




Contact Dept. Phone
212-807-1204 

212-645-5143 (fax)

Title
United Cerebral Palsy (UCP)


Source




Format
website

Description
UCP provides information on its website to parents and families of individuals with disabilities. This information assists parents and families in obtaining the necessary support and services in child care, supported living, education, health, employment, health and recreational activities for their family members. Some local chapters provide respite/support groups. 

Contact URL
http://www.ucp.org/ucp_channelsub.cfm/1/11/51
Contact Name


Contact Title

Contact Dept.


Contact Agency
United Cerebral Palsy

1660 L Street, NW, Suite 700
Washington, DC 20036-5602 

Contact e-Mail
national@ucp.org




Contact Dept. Phone
800-USA-5-UCP or 202-776-0406
TTY: (202) 973-7197
Fax: (202) 776-0414


RESPITE CARE
Title
The ARCH National Respite Network

Source
ARCH is a service of the Chapel Hill Training-Outreach Project
Format
National network


Description
The mission of the ARCH National Respite Network is to assist and promote the development of quality respite and crisis care programs; to help families locate respite and crisis care services in their communities; and to serve as a strong voice for respite in all forums.  The ARCH National Respite Network includes the National Respite Locator Service, a service to help caregivers and professionals locate respite services in their community, and the National Respite Coalition, a service that advocates for preserving and promoting respite in policy and programs at the national, state, and local levels. Respite is an important family preservation and family support service. Planned and crisis respite is a vital part of the continuum of family services intended to reduce family stress, support family stability, prevent abuse and neglect, and minimize the need for out-of-home placements.

Contact URL
http://www.archrespite.org/index.htm
Contact Name


Contact Title

Contact Dept.


Contact Agency
800 Eastowne Drive, Suite 105

Chapel Hill, North Carolina 27514 
Contact e-Mail




Contact Dept. Phone
(919) 490-5577 

(919) 490-4905 (fax)


Title
“Respite Care” by Debby Ingram, Research Associate, Family Support Project, "Strengthening American Families Through National and Grassroots Support"
Source
The Arc




Format
On-line article
Description
This article defines respite for people with disabilities and their families, lists resources of organizations which focus on respite, and discusses who needs respite services, who provides respite services, what kinds of services are provided, how respite services are funded, if there are eligibility requirements for respite services, how families benefit from respite services, how families obtain services, what one can do to get a respite program started in one’s community, whether respite care providers are required to be licensed, and whether one can use a regular child care program for respite.

Contact URL
http://www.thearc.org/faqs/respite.html
Contact Name


Contact Title

Contact Dept.


Contact Agency
The Arc
National Headquarters
1010 Wayne Ave. Suite 650
Silver Spring, MD 20910

Contact e-Mail
info@thearc.org 
Contact Dept. Phone
(301) 565-3842
(301) 565-5342 (fax)


RURAL
Title
Rural Caregivers


Source
Rural Caregivers is sponsored by Purdue University's Breaking New Ground Resource Center and the Indiana State Office of Rural Health.




Format
Resource center

Description
While caregiving is always challenging, it is even more difficult for rural caregivers because of factors such as geographical isolation, gaps in rural service delivery systems, and the unique needs of agricultural workers with disabilities. Rural Caregivers is designed to help bridge the information gap and assist in creating a web support community for rural caregivers by providing information on caregiver resource materials, organizations for caregivers, caregiver support, disability related organizations, sites on specific health concerns, consumer health information, caregiver information by state or region, accessibility and universal design, and assistive technology. 
Contact URL
http://pasture.ecn.purdue.edu/~agenhtml/ABE/Extension/BNG/Caregiving/index.html
Contact Name


Contact Title

Contact Dept.


Contact Agency
Breaking New Ground Resource Center
ABE Building
225 S. University St.
West Lafayette, IN 47907
E-Mail: bng@ecn.purdue.edu 
Phone: (765) 494-5088
Toll-Free: (800) 825-4264

Indiana State Office of Rural Health




Indiana State Department of Health

2 N Meridian Street

Indianapolis, IN 46204

317-233-1325

Contact e-Mail




Contact Dept. Phone

SIBLINGS
Title
Sibling Connections newsletter



Source
The Rehabilitation Research and Training Center on Aging with Developmental Disabilities (RRTCADD)

Format
newsletter

Description
RRTCADD has started the Sibling Connections newsletter as a resource for siblings who are interested in advocacy and care issues for their brothers and sisters with disabilities.

Contact URL
http://www.uic.edu/orgs/rrtcamr/SCresource.html
Contact Name
John Kramer


Contact Title

Contact Dept.


Contact Agency
RRTCADD
University of Illinois at Chicago
1640 W. Roosevelt Rd.
Rm 538
Chicago, IL 60608


Contact e-Mail
jkrame3@uic.edu
Contact Dept. Phone

Title
The Sibling Support Project 

Source
The Arc of the United States, in conjunction with the Kindering Center




Format
Project

Description
The Sibling Support Project strives to increase the peer support and information opportunities for brothers and sisters of people with special needs and to increase parents' and providers' understanding of sibling issues.  The Project trains local service providers on how to create community-based peer support programs for young siblings; hosts workshops, listservs, and websites for young and adult siblings; and increases parents' and providers' awareness of siblings' concerns through workshops, websites, and written materials.

Contact URL
http://www.siblingsupport.org/
Contact Name


Contact Title

Contact Dept.


Contact Agency
Kindering Center
16120 NE Eighth Street
Bellevue, Washington 98008


Contact e-Mail




Contact Dept. Phone
(425) 747-4004
Fax 425-747-1069
TTY 1-800-833-6388
( 2007 American Association on Health & Disability

American Association on Health and Disability (AAHD) provides the materials and links for general information, education and disease awareness purposes only. Although every effort is made to assure that information is accurate and current, knowledge in the field of disability is changing often, and all data is subject to change without notice.  AAHD makes no representations or warranties and assumes no responsibility or liability as to the accuracy, completeness, reliability or usefulness of any information contained in this document.  Neither AAHD nor any parties, who supply information to AAHD, make any warranty concerning the accuracy of any information in this document.

This publication was made possible, in part, by a grant from the Department of Health and Human Services, Centers for Disease Control and Prevention (U59/CCU321860-04)
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