Useful Websites/Books
Judy’s Website: www.caringrn.com
Advance Directives

1) www.agingwithdignity.org/5wishes.html - Source for Five Wishes Living Will.
Amyotrophic Lateral Sclerosis
2)  Http://www.lougehrigsdisease.net/ - The ALS Survival Guide-Doug Eshleman’s site with links, and information as well as his personal journey as a PALS (person with ALS)
3)  Http://www.alsa.org – ALS Association – the only not-for-profit voluntary health organization dedicated solely to the fight against ALS.
4) http://www.hov.org/education_details.aspx?id=16 – Hospice of the Valley in Phoenix, Arizona, has a special team for patients with ALS and a wonderful website.

5) http://www.ninds.nih.gov/disorders/amyotrophiclateralsclerosis/detail_amyotrophiclateralsclerosis.htm - ALS fact sheet

6) http://www.uwhealth.org/healthfacts/B_EXTRANET_HEALTH_INFORMATION-FlexMember-Show_Public_HFFY_1108423940681.html - How to use the cough assist machine
Cancer Statistics and Complications

7) http://www.medscape.com/viewarticle/442735 - Article on the oncologic emergency of spinal cord compression – on Medscape Nurses website.

8) http://www.cancer.org/docroot/stt/stt_0.asp  - American Cancer Society statistics for 2009
Confusion

9) http://www.medscape.com/viewarticle/481726 - Confusion Assessment Tool and article
Cultural Competence
10) http://www.omhrc.gov/CLAS/finalcultural1a.htm - National  Standards for Culturally and Linguistically Appropriate Services (CLAS) in Health Care.
11) http://www.gasi.org/diversity.htm - Diversity, healing and health Care: A web-based resource for clinicians who work with patients whose cultures and religions are different from their own.
12) Cultural Competence in Cancer Care: A health care professional’s passport. This is an 84-page booklet to help us improve communication with patients of different cultural backgrounds. Call Monique DeLynn at the Intercultural Cancer Council at 713-798-4617. Book is $4.00

Dementia

13) http://www.alz.org/national/documents/endoflifelitreview.pdf  - Excellent paper on End-of-Life care for people with dementia by Ladislav Volicer, MD, Ph.D. From Alzheimer’s Association Website. The author reviewed 300 articles and discussed 158 studies in the 35 page article.
14)  http://alzheimer.wustl.edu/cdr/PDFs/CDRTrainingFlyer.pdf -  by Dr. John C. Morris - The Clinical Dementia Rating tool is available to health care professionals free of charge with a link from this site.

15) http://www.alzheimers.org.uk/working_with_people_with_dementia/Primary_care/Dementia_diagnosis_and_management_in_primary_care/mmse.html - MMSE exam and explanation.
16)  http://www.alz.org/ - Large amount of helpful information on the Alzheimer’s Association Website
17) www.hospiceofthevalley.org – has a link to their Dementia Program. Hospice of the Valley Dementia Program Manual “Joining the Journey”  $5.00 each (includes S & H). Mail request to Hospice of the Valley, Attn: Dementia Program, 1510 E. Flower Street, Phoenix, AZ 85014.

18) http://hovvideo.org/Dementia%20Care%20in%2030%20Minutes/DCM/ - There are several videos to view on care of patients with dementia – excellent videos.

19) http://www.accessmylibrary.com/coms2/summary_0286-17526950_ITM - An article describing the excellent dementia program from Hospice of the Valley.

20) http://www.flaghouse.com/pdf/snoezelen.pdf - A description of Snoezelen therapy for patients with dementia.

Depression

21)  http://www.nimh.nih.gov/publicat/depression.cfm - Information on depression from the National Institute of Mental Health

22) http://www.aafp.org/afp/981101ap/carlat.html - Viewer may make one copy of this document for personal education and use. Excellent overview of a screening tool for psychiatric disorders.

23) http://ajp.psychiatryonline.org/cgi/content/full/163/2/329-b  - New mnemonic for depressive symptoms from The American Journal of Psychiatry
24) www.zoloft.com – Depression Screening Checklist.

25) http://www.chciowa.com/content/items/7041/PrimeMD.pdf – Brief Patient health Questionnaire (Brief PHQ) to assess depression
Dying Well

26) www.dyingwell.com – Ira Byock website – excellent resources

27) www.dyingwell.com/spiritualcarehp0704.htm - writings by Ira Byock and others

28) www.promotingexcellence.org/ - multiple site for resources – Ira Byock offerings

29) http://www.peacehealth.org/Oregon/NoOneDiesAlone.htm - A manual for $25 will help you to prepare a hospital-based program using staff as volunteers, to accompany those who are dying alone. Great success in Oregon with this program.

30) www.pioneersofhospice.org -Pioneers of Hospice: Changing the Face of Dying – DVD- First Place at the NHPCO Film Festival – Pioneers include Dame Cicely Saunders, Florence Wald, Elisabeth Kubler-Ross, and Balfour Mount. 49 minutes.  Call 866-293-8200
End of Life Resource: Conversations, Decisions
31)  http://www.aacn.nche.edu/ELNEC/ - Excellence in Nursing Education Consortium now offering training sessions in Geriatric, Pediatric, Core, Oncology, and Critical Care Palliative Care.

Ethics Resources

32) http://www.thehastingscenter.org/ - New paper on “Improving End of Life Care” free download and excellent material!
FDA Updates
33) www.ondcp.gov/drugfact/factsht/proper_disposal.html - How to dispose of drugs…FDA paper 10/09
Gerontology; Ethnogeriatrics; Geriatric Palliative Care

34) Morrison, R.S. & Meier. 2003. Geriatric palliative care. New York, New York: Oxford University Press, Inc.

35) http://www.stanford.edu/~yesavage/GDS.html  - Geriatric Depression Scale in various languages..
36) www.chcr.brown.edu/Teno.htm - Site for Joan Teno – expert in gerontology and end of life – list of her publications
37) http://sgec.stanford.edu – Stanford Geriatric Education Center (SGEC) website with resources in ethnogeriatrics.
38) http://www.aafp.org/afp/20040715/343.html Journal article on Failure to Thrive/General Debility
Grief/Loss Resources
39)  www.griefstore.com/index.asp - The Grief Store – Huge book supply for grieving children.
40) http://www.mentalhelp.net/poc/view_doc.php?type=doc&id=8454&cn=58- This grief and loss website reviews models of grief. For the general public, or for professionals, it is an informative site. 
41) http://www.preciousheart.net/Main_Archives/Links_Folder/SUPER_List_Grief.htm - Grief Resource Center
                                                                Heart Disease
42) Latest paper from S. Goodlin on CHF, with diagrams and charts: J Am Coll Cardiol, 2009; 54:386-396,      
   ©     2009 by the American College of Cardiology Foundation
HIV/AIDS

43)  http://www.cdc.gov/hiv/resources/factsheets/index.htm -  Center for Disease Control information on HIV/AIDS

44) http://health.nih.gov/topic/AIDS - Update from NIH

45) http://www.aidsmeds.com/articles/OIs_4898.shtml#lessons – Opportunistic Infections: What they are and how to treat them

46) http://www.cdc.gov/hiv/topics/surveillance/resources/slides/race-ethnicity/index.htm - Access to ppt. on Race/Ethnicity and incidence of HIV/AIDS 
47) http://www.fda.gov/womens/medicinecharts/hiv.html - General knowledge but helpful for anyone on meds and cautions for patients with HIV/AIDs

48) http://www.bookfinder.com/dir/i/Surviving_the_Fall-The_Personal_Journey_of_an_AIDS_Doctor/0300082762/ - Dr. Peter Selwyn’s experience serving patients with AIDS and his person loss of his father.

Research on Family Choices/Conversations About Hospice
49)  http://www.uphs.upenn.edu/gerimed/staff/faculty/casarett.html - One of the best researches in end of life choices. Start with this website about him; Dr. David Casarett
Pain Management Resources

50) http://www.cityofhope.org/Pages/default.aspx  – Pain resource center at City of Hope, California

51)  http://www.partnersagainstpain.com/- Resources for health care professionals from Purdue     Frederick site.

52) http://pain-topics.org/ - Great site for pain topics of all sorts! Maintained by a drug company, yet does not   promote   their own bias.
53) http://cme.medscape.com/viewarticle/589488 - Audio and slide presentation on breakthrough pain management in patients with cancer.

Meaning and Spirituality; Forgiveness
54) www.geocities.com/~webwinds/frankl/frankl.htm - Information about Viktor Frankl and links to resources as well as his life’s work.
55) www.near-death.com/geometry.html - useful CD with 3 exercises for forgiveness – of   others      and of ourselves. 1-800-624-9001 – a vital tool in healing, recovery, spiritual awakening and more.
56) http://chaliceofrepose.org/ - music thanatology – harpist from Missoula who has CD’s of music to be played for dying persons.
57) http://www.whyy.org/cgi-bin/htsearch - Site to order “Frankl’s Choice” – A 56 minute documentary on his work and how his theories are being used today.
Palliative Care Sites, Training
58) http://www.pallimed.org/ - A bountiful site of information, created by clinicians in their “off” time-called a “hospice and palliative medicine blog” with headings of Arts, Main, and Cases.
59) http://www.palliativedrugs.com/ - very resourceful site for materials and a blog for complex problems presented from clinicians all over the world, asking for help with symptoms and offering solutions.
60) http://www.capc.org/research-and-references-for-palliative-care/add-resources-websites/ -  multiple sites and links to good palliative care resources
61) http://www.cms.hhs.gov/mcd/viewlcd.asp?lcd_id=13653&lcd_version=29&show=all - LCD for Hospice –  Determining Terminal Status (L13653). Free.
62) http://www.nhpco.org/files/public/regulatory/Regulatory_Start-Up_Info.pdf - An NHPCO site where you can access CMS documents.
63)  http://www.nationalconsensusproject.org/ - Second edition of the National Consensus Project can be  printed out from this site. A must for all working in hospice /palliative care. Free download.

64) www.capc.org/palliative-care-leadership-initiative - Center to Advance Palliative Care – excellent site for info on starting palliative care in a hospital – internships offered- Diane Meier, MD, Director Palliative Care Institute.
65)  http://www.eperc.mcw.edu/ -  End of Life/Palliative Education Resource Center for the Medical College of  Wisconsin- Fantastic resource with >200 “Fast Fact” sheets on palliative care resources on various topics and symptoms.
66)  www.hospicecareofamerica.com –“ Medicare Clinical Guidelines for non-cancer hospice referrals: Criteria for Determining 6-month Prognosis & Physician Billing Information”-$2.50 each plus shipping. They also have a “Primer for Hospice & Palliative Care Medicine: Clinical Palliative Care Issues, Medicare clinical Guidelines for Non-Cancer Hospice Referrals, & Physician Billing Information”. $3.50 each plus shipping. Both booklets were written by Daniel Swagerty, MD, MPH, and Marty Johnson, RN.

67)  http://www.aahpm.org/ - The American Academy of Hospice and Palliative Medicine – Excellent site for educational materials – without cost in most instances.

68)  http://www.hpna.org/ - Membership information for nurses. Excellent resource for state of the art resources, conferences, updates, and certification preparation. All nurses who are intending to work with the dying should be members.

69)  http://www.medscape.com/viewprogram/3345 - Free article: Hospice Referral and Care: Practical Guidance for Clinicians CME/CE Author: Perry Fine, MD Medical Writer: Clarinda Mac Low + Website Links to important government regs (in the references).
70) http://store.rollinrecording.com/ – Conference tapes, CD’s, MP3’s from Hospice and Palliative Care Conference, including the recent HPNA & AAHPM Clinical Conference in Texas, March 2009. Entire conference is on two MP3’s .  A great value, to hear great conference speakers.

71)  http://www2.edc.org/lastacts/ - “Innovations in End-of-Life Care” – 4 years of free downloads on all end of life issues from “Last Acts” while it had money from RW Johnson. Valuable site.
72)  http://www.aacn.nche.edu/elnec/ - Critical Care Courses and End of Life courses for 2006-2007

73)  http://www.aacn.nche.edu/elnec/curriculum.htm - Elnec Core Curriculum for nurses to train others.
74)  http://www.hospicecare.com/resources/pain-research.htm - huge resource of scales, tools, assessments
75)  http://www.carolinasendoflifecare.org/ - Great site for ongoing education; “Breakfast for Brainiacs” series (teleconferences monthly) or CD’s of the material.
76) http://jasonprogram.org/Articles/icu_palliation_jacs_0102.pdf - Palliative Care in the Surgical Intensive Care Unit – A good article about “Transition in Goals of Care”.

77) http://www.ncbi.nlm.nih.gov/pubmed/18826068?log$=activity – “Palliative healthcare: cost reduction and quality enhancement using end-of-life survey methodology”. Excellent journal article by Chris Falls on using a legacy tool for life review.
78) http://www.palliativedrugs.com/ - very resourceful site for materials and complex problems are presented from clinicians all over the world, asking for help with symptoms.

Palliative Sedation
79) http://www.medscape.com/viewarticle/499472 - Info on Intentional Sedation

Pharmacology

80) http://ti.ubc.ca/home       Therapuetics Initiative: Evidence Based Drug Therapy (Numbered Topic Letters)

POLST

81) http://www.ohsu.edu/polst/resources/legal.htm#Policy
82) http://www.ohsu.edu/polst/resources/research+references.htm – recent research on using POLST

83) http://www.ohsu.edu/polst/resources/legal.htm - POLST policies and regs
Quality of Life Tools
84) http://www.promotingexcellence.org/i4a/pages/Index.cfm?pageID=3383 – To view and/or order Ira Byock’s Quality of Life Index
85) http://www.chcr.brown.edu/pcoc/choosing.htm - Information of using tools to assess quality of life from Joan Teno, MD – a foremost advocate for geriatric patients and advocate for assessing quality of life.

86) http://www.chcr.brown.edu/pcoc/linkstoinstrumhtm.htm - After death bereaved family quality of care instrument – new- from Dr. Joan Teno.

87) http://www.hospicecare.com/resources/pain-research.htm - Pain and Palliative Care 
Assessment and Research Tools – Largest number of useful scales, questionnaires, and inventories in one site.
Physician Assisted Suicide and Euthanasia Prevention
88) http://www.pccef.org/ - Physicians for Compassionate Care site in Oregon.

89) http://www.internationaltaskforce.org/sptlt2.htm - International Task Force on Euthanasia and Assisted Suicide

90) http://www.euthanasiaprevention.on.ca/ - Site to keep informed on PAS and euthanasia

Renal Disease: Shared Decision-Making Guidelines
91) http://jasn.asnjournals.org/cgi/content/full/11/7/1340 - Clinical Practice Guidelines on Shared Decision-Making in the Appropriate Initiation of and Withdrawal from Dialysis (John Galla 2000).
92) http://www.aacn.org/WD/Practice/Docs/CP_Guideline_Decision_W_Dialysis.pdf -  Clinical Practice Guideline on Shared Decision-Making in the Appropriate Initiation of and Withdrawal from Dialysis
93) http://www.promotingexcellence.org/i4a/pages/Index.cfm?pageID=3293 - – Site with multiple tools to measure quality of life for patients with ESRD, and pdf. Treatment protocols for symptom management
94) http://www.kidneyeol.org/advanced.htm - End of life coalition – has developed an Advance Care Planning Policy that is available for download for your purposes (free) per Dr. Moss. A rich website with good information.

Research Tools
95) www.pubmedcentral.nih.gov – Pub Med medical article resources, and NIH link
96) www.medscape.com/nurseshome - Abundance of recent nursing information, articles, and valuable information – free

97) www.chernydatabase.org. - A data base created by Dr. Nathan Cherny of the Shaare-Zedek center in Israel. Search 30,000 documents on palliative care for the citations.

Self Care

98) http://www.isu.edu/~bhstamm/ - Site with multiple sources of important information on self-care issues.

99) http://www.isu.edu/~bhstamm/tests.htm - Actual Professional Quality of Life Scale; Revision 

Stem Cell Successes

100) http://www.repairstemcells.org/Treatment/Diseases-Treated.aspx---    List of diseases by alphabet being helped by non-embryonic stem cells
101) http://www.lifeissues.net/writers/irv/irv_145asc_successes.html    -250 clinical trials for 80 diseases listed for use by non-embryonic stem cells
Stuff
102) www.half.com – A place to obtain books at very reasonable prices.
Symptom Management
103) http://www.ncbi.nlm.nih.gov/sites/entrez - Site for research concerning nebulized opioids for dyspnea. Search term “nebulized opioids”.
104) http://www.ncbi.nlm.nih.gov/sites/entrez - site for research concerning palliative sedation. Search term “palliative sedation”.
105) http://www.palliativedrugs.com/ - New website of interest concerning drugs used in palliative care.
Wound Care

106) www.calmoseptineointment.com/ Great ointment for wounds, ostomies, excoriation, skin protection
107) http://froogle.google.com/froogle?q=Enzymatic+Rain&hl=en&hs=Vro&lr=&client=firefox-a&rls=org.mozilla:en-US:official_s&sa=X&oi=froogle&ct=title – Enzymatic Rain is recommended by Virginia Commonwealth University (VCUHS) Palliative Care Services for the treatment of wound odor.

