
 
TEN SIMPLE THINGS YOU CAN DO TO ACCESS 
HOSPICE AND PALLIATIVE CARE RESOURCES 

 
James Hallenbeck, MD 
Assistant Professor of Medicine, Stanford University School of Medicine, Palo Alto, CA 
Hub-Site Director, VA Interprofessional Palliative Care Fellowship Program 
VA Palo Alto HCS 
 
Ten years ago few resources were available in palliative care for education, research and 
program development.  Today, the problem more often is how to find what you are 
looking for.  Too often clinicians assume that what they need just does not exist, so they 
give up before they begin.  Clinicians and managers would be better served by assuming 
needed information exists and then searching it out.   
 
A hospice or palliative care program should have access to a wide-variety of resources.  
The list below contains some suggestions for getting started.   
 
1.   Obtain state-of-the-art textbooks.  Up to date textbooks provide great 
overviews on common issues in palliative care.  Reference lists at the end of chapters are 
excellent resources for searching out pertinent articles and books.  The downside to 
textbooks is that they tend to be rather dry.  Two textbooks are particularly 
recommended:   
 
Doyle D et. al., Oxford Textbook of Palliative Medicine, 3rd Ed., 2003 Oxford: Oxford 
University Press.   The definitive textbook in the field, albeit with a British bias. 
 
 Berger AM, Portnoy RK, Weissman DE (eds). Palliative Care and Supportive  
Oncology 2nd Ed.   Lippincott Williams & Wilkins. 2002.  The second edition of this 
textbook is a significant improvement upon the first edition.  More oriented to an 
American audience than the Oxford textbook, the chapters are for the most part written 
by leading American experts in their fields.  This book reflects a real coming of age for 
American palliative care.  The third edition will be published shortly. 

 Other books of interest: 

 Hallenbeck, James.  Palliative Care Perspectives.  Oxford U. Press. 2003.   
(From press blurb) Drawing from his extensive clinical experience and many years of 
teaching, Dr. Hallenbeck has written a guide to palliative care for clinicians. Topics 
addressed range from an overview of death and dying to specific approaches to symptom 
management.  As an introduction to both the art and science of palliative care, this book 
reflects the perspectives of one physician who has dedicated his career to this rapidly 
evolving field. The book links real stories of illness with practical advice, thereby 
delineating clinical practice in a way that reflects the daily concerns of clinicians.  This 
book is available in its entirety on-line http://www.growthhouse.org/navigate/fs1.html.  
(See #3 below.) 
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Joanne Lynn, M.D. Janice Lynch Schuster, and Andrea Kabcenell, R.N. 
Improving Care for the End of Life: A Sourcebook for Health Care Managers and 
Clinicians  Oxford University Press.  2000.  A very good resource book for those 
clinicians trying to improve end-of-life care within their institutions, available at the 
above link. Also has excerpts and available via above link to Americans for Better Care 
of the Dying. 
 
Joanne Lynn, M.D. and Joan Harrold, M.D., A Handbook for Mortals  
Publication date: March, 1999.  On-line excerpt available at: http://www.abcd-
caring.org/educate/index.html .  Perhaps the best resource book for patients and families 
facing serious and life-threatening illnesses. The text can also be accessed through the 
IICN mega-search option at: http://www.growthhouse.org/iicn.html  (See #3 below.) 
 

2. Subscribe to key journals.  A variety of relevant journals exist and should be 
considered.  At the top of the list is the Journal of Palliative Medicine. 
http://www.liebertpub.com/publication.aspx?pub_id=41   This is the official journal of 
the American Academy of Hospice and Palliative Medicine.  Clinician members of the 
academy get a subscription with their membership.  This is the premier American journal 
in palliative care.   Also to be considered are: 1) Journal of Pain and Symptom 
Management. 
http://authors.elsevier.com/JournalDetail.html?PubID=505775&Precis=DESC  This 
journal tends to focus more on physiology and medical treatment.  3)  Palliative Medicine.  
An English journal, publishing top quality research. 
http://www.arnoldpublishers.com/journals/pages/pal_med/02692163.htm   4)   Journal of 
Palliative Care.  This is the premier Canadian journal in palliative care. 
http://www.ircm.qc.ca/bioethique/english/publications/journal_of_palliative_care.html  
5) The American Journal of Hospice and Palliative Care  An older American journal 
with deep roots in the hospice movement, which reflects American hospice perspectives. 
http://www.pnpco.com/pn01000.html.    

If your program is at a hospital, you may consider asking your library to subscribe to key 
journals (and to obtain textbooks, as above).  However, there is also a real advantage to 
purchasing textbooks and one or two journals directly for your palliative care program.  
Staff who might not go to the library may become interested in reading an article if a 
good journal is just ‘lying around’ or in a program library (see below). 

3. Take a cyber-tour of palliative care web-sites.  Palliative care resources 
on the web have expanded exponentially in the past few years.  An astounding amount of 
information is available – from advanced search engines to presentation slide-sets and 
forums for discussion.  You may already be familiar with one or two sites.  However, you 
may not know what you are missing.  A cyber-tour may be just what you need.  On a 
cyber-tour you hit a number of sites – not for detailed information, but just to see what 
they have available.  If the site looks promising and you wish to visit later, you can 
bookmark the site on your browser.  A very easy way to begin a cyber tour is to go to 
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Growth House at growthhouse.org and click on the IICN megasearch button. (Or click 
this hyperlink: http://www.growthhouse.org/iicn.html.  In the right hand green section 
you will see a number of hyperlinks to affiliated sites.  Working your way through these 
sites (and checking any interesting links they include) can give you a sense of what is out 
there.   Spending an hour just skipping around these sites and then bookmarking as 
desired can open up new worlds of resources. 

Some sites you may wish to check out: 
 
Websites for health care professionals:  
 
Home page for Growth House, the major international organization linking 
palliative care organizations.  http://www.growthhouse.org   Also useful for lay 
public) Annotated list of links for palliative care with other possible search categories  - 
pain management, quality improvement in EOL care, health care directories etc,  The 
professional forum associated with this site allows sophisticated discussions among 
healthcare professionals interested in particular palliative care issues. Also has on-line 
book store. 
 
 Associated with Growth House is the IICN (Inter-Institutional Collaborating Network 
On End Of Life Care) This very advanced network links organizations around the world 
dealing with palliative and end-of-life care and enables searching of material on the 
network, written in a standard form, the “curriculum interface format.”  
 
The IICN Mega-search engine is accessible by clicking the blue rectangle labeled, IICN 
Growth House Inc. Improving Care for the dying) button on the Growth House page 
above or through this hyperlink: http://www.growthhouse.org/iicn.html . 
(Note the hyperlinks below will take you to the IICN log-in page first, so you must 
register with Growth House’s professional forum in order to access these links via 
Growth House.  Having logged in, if wanting to go to the actual home page, look for a 
link in the upper left hand corner. 
(Hyperlinks below copied from the IICN portal page, accessible by clicking the IICN 
Megasearch portal button.) 
 
Center to Advance Palliative Care  (CAPC) http://www.capcmssm.org/   CAPC’s 
main focus is on expanding the availability of palliative care services.  CAPC has been 
particularly helpful in educating local ‘champions’ working within different types of 
healthcare institutions to improve their systems of care.  CAPC has available 
downloadable PowerPoint slides on major topics that have been presented at CAPC 
conferences.  Published material includes a primer on how to survey your facility 
regarding the availability of end-of-life care and how to set about improving your health 
care system.   
 
Hospital-based palliative care consortium (HBPCC)  http://www.hbpcc.org/  
Sponsors day- long visits to 6 sites (including VA Palo Alto), which provide one-on-one 
assistance to facilities, working to develop or expand their palliative care programs. 
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Home page for hospice and palliative care in the Department of Veterans Affairs 
http://www.hospice.va.gov  Contains an online palliative care book by Dr. Amos Bailey, 
49 “journal club” discussions by Dr. James Hallenbeck and links to palliative care 
resources useful both for VA and non-VA practitioners.  This site contains a link to the 
VA Intranet site, the “PC Virtual Learning Center.”  The Learning Center contains 
special forums relevant to VA, more forms and useful tools (for example a Fileman 
program that can help VA facilities identify where people die).   
 
The National Consensus Project. http://www.nationalconsensusproject.org/    The 
national consensus project, drawing upon the expertise of a host of palliative care leaders 
and organizations, has published the first comprehensive guidelines for the provision of 
palliative care in the United States.  The guidelines can be downloaded from this site.  
The site also has an extensive reference list of recommended articles.  
 
Education for health care professionals. 
 
EPEC (Educating Physicians about End-of-life Care) Project.  http://www.epec.net/  
EPEC provides the curriculum for physicians that has been widely disseminated.  (also 
applicable to other disciplines)  Curricular material available. 
 
Home page for the ELNEC (End-of-Life Nursing Education Consortium 
http://www.aacn.nche.edu/ELNEC/course.htm  – a course similar to EPEC for nurses.  
Courses available to become ELNEC trainers.   
 
American Academy of Hospice and Palliative Medicine http://www.aahpm.org  the 
major medical organization representing hospice and palliative care physicians in the 
United States.  PowerPoint Slide sets available. Has a published curriculum and self-
learning modules called UNIPACs available for purchase.  Has a job opportunities board 
for posting and lists programs offering palliative medicine fellowships. The Cherny end-
note database available through this site.  Links to the American Board of Hospice and 
Palliative Medicine, where details about board certification for physicians can be 
obtained.  Direct link to the board: http://www.abhpm.org/, which has information about 
certification in hospice and palliative medicine and accredited fellowship programs.   
 
The End of Life/Palliative Education Resource Center (EPERC) 
(http://www.eperc.mcw.edu/    This site provides educational material related to 
palliative and end-of-life care that has been peer reviewed for quality control. Not just for 
physicians!  Included is a search engine that enables searches of educational material by 
particular criteria such as discipline target audience and educational medium.  Also 
contains the Fast Facts series – more than 60 one page downloadable information sheets 
on pertinent topics in palliative care, written by leaders in the field and “edumentals” – 
Fast Fact like publications on educational techniques.  This is the best resource center for 
formal educational materials.  Interested parties can also sign-up for a list-serve, 
emphasizing education in palliative care. 
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Stanford Faculty Development ELC (end-of-life) curriculum 
http://www.growthhouse.org/stanford/ Home for the Complete basic curriculum with 
PowerPoint slides and extensive teaching handbook on how to teach this 14 hour 
curriculum.  The handbook contains discussions of teaching techniques in palliative care.  
This site contains the full-text version of my book, Palliative Care Perspectives. 
 
National Hospice and Palliative Care Organization  http://www.nhpco.org/   .  Good 
links, basic statistics, FAQs on hospice care.  Has a search engine to find a hospice 
anywhere in the United States under “Find a Hospice” link. 

4.   Make a Fast Facts notebook.  The Fast Fact series addresses key issues in 
palliative care in short 1-2 page handouts.   More than 60 fast facts have been written.  
Fast Facts are peer reviewed and written by leaders in their fields.  Most contain 1-2 key      
references.  Fast Facts were originally written for medical residents in training and were 
intended to be downloaded and periodically ‘stuffed’ into resident mailboxes.  However, 
fast facts may have other uses in your palliative care program including: 

• Handout sheet for presentations to staff, including nursing in-services.  

• Supplemental educational material for palliative care consults.  Consider handing out 
a fast fact addressing a key point that arises in a palliative care consult.  You might 
even suggest that a team member bring the fast fact back to the team for discussion 
during rounds.   

• A supplemental training manual.  Put all available fast facts in a binder with an index 
and ask new staff to your program to read it.  New fast facts can be added as they 
become available. 

Fast Facts are available at the EPERC (End-of-life Physician Education Resource Center)  
http://www.eperc.mcw.edu/  and the AAHPM website, http://www.aahpm.org and our  
VA Hospice web-site http://www.hospice.va.gov.   

5. Create an Endnote Library for your program.  Endnotes is a software 
program that creates a ‘library’ of references that can be tailored to your needs.  
References, including abstracts, can be downloaded from such free sites as PubMed.  
Increasingly, endnote libraries related to end-of-life care are becoming available.  The 
best End-Note library is available at:  http://www.chernydatabase.org/ . (This database 
also available through the AAHPM website, http://www.aahpm.org.  Another is the 
Promoting Excellence in End-of-Life Care web-site, 
http://www.promotingexcellence.org/ , contains an endnote library on palliative care in 
the ICU.  Libraries can be combined, according to you needs.  Once an Endnote library 
has been created, it can be easily searched for relevant articles, many of which will 
contain abstracts, providing basic information.  Endnotes can also be used to create 
reference lists for talks and handouts and can easily be integrated with word processing 
programs such as Word to allow very easy citation insertion in multiple formats.  While 
endnote trial versions enabling reading are free, in order to build your own library, you 
must purchase the Endnote program.  Palliative care programs may wish to identify one 
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computer in an “educational resource room,” and then load a purchased copy of Endnotes 
(as well as other targeted educational material such as slide presentation sets) on this 
computer so staff can share.  The Endnote program can be purchased through: 
http://www.endnote.com/ . 

6. Identify Local Resources.  Do not overlook valuable resources in your own 
backyard!  Who is doing work in palliative care at nearby universities (both those with 
whom you are formally affiliated and those ‘in the neighborhood?’  What are their 
interests?  Is your palliative care organization part of your state hospice/palliative care 
organization?  If not, why not?  Joining state and local chapters of such organizations are 
superb ways to build community relationships and to find out about local perspectives.  
Are there any community alliances or coalitions with whom you might connect?  Such 
groups, often linking professional and lay groups, are becoming increasingly common, 
especially following the Bill Moyer’s PBS series.  Local chapters of advocacy groups 
such as the Alzheimer’s Association may also be helpful as resources, especially as they 
relate to particular populations or illnesses. 

7. Identify discipline-specific resources.  Interest in palliative care is growing 
rapidly within discipline-specific professional groups.  Consider logging on to a major 
web-site for your discipline and surf-around, looking for some link to kindred souls 
interested in palliative care.  The Professional Forum at Growth House (available through 
http://www.growthhouse.org, following registration and log-in) has discipline specific 
discussion groups for social workers and chaplains, as well as topic-specific discussion 
groups.   Some other links you might consider: 

VA Interprofessional Palliative Care Fellowship Program. 
http://www.va.gov/oaa/fellowships/palliative.asp . This fellowship program, currently 
operating at six sites across the country, offers fellowships for physicians, nurses, social 
workers, chaplains, psychologists and pharmacists.  Not all disciplines are represented at 
all sites.   

Nurses: The ELNEC (End-of-life Nursing Education Consortium), sponsored by the 
American Association of Colleges of Nursing is located at: 
http://www.aacn.nche.edu/elnec/ .  ELNEC, much like EPEC (Educating Physicians 
about End-of-life Care) is a national initiative to bring a basic curriculum to all nurses.  
Likely, in your community (or VA facility) you have nurses who have been trained to 
teach the ELNEC curriculum.  Your program might want to sponsor an ELNEC training 
session for your facility or community.  Other sites to check out are:  

Palliative Care – One vision one voice.  
http://www.palliativecarenursing.net/index.html.  This site is dedicated to disseminating 
information regarding palliative care and nursing.  Contains excellent links to major 
nursing organizations and training programs.   

The TNEEL (Toolkit for Nursing Excellence at end of life) project 
http://www.tneel.uic.edu/default.asp.  The University of Washington School of Nursing 
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has created a superb training CD for nurses.  The CD contains modules, PowerPoint slide 
sets and streaming video for instruction.  Available for the cost of shipping.  

Physicians:  AAHPM http://www.aahpm.org/  As discussed above in more detail, the 
American Academy of Hospice and Palliative Medicine is the major professional 
organization representing physicians. Free subscription to the Journal of Palliative 
Medicine available with membership.  Discounts for students, residents and fellows.  

Psychologists:  The American Psychological Association (APA) 
http://www.apa.org/monitor/mar02/adhoc.html  A page listing an ad hoc group interested 
in improving end-of-life care.    

Social Workers: Smith College Palliative Care Fellowship Program 
http://www.smith.edu/ssw/academics_ceelc.php  A palliative care fellowship program 
for social workers.  (Fellowship training is also available through the VA) 

8. Identify topic-specific resources.  Interested in pain management?  Check 
out http://www.vachss.com/help_text/pain.html , a resource page for pain management 
sites and organizations.  How about bereavement?  Lists of bereavement-related links, 
articles and annotated bibliographies can be found at Griefnet, http://griefnet.org/.   

9.  Create a Resource Library.  As suggested in the tip above on using Endnotes, 
you may wish to establish a resource library for your palliative care program.  This 
“library” may consist of as little as a bookshelf and a computer terminal and yet may be a 
very valuable resource for your program.  You might consider including the following in 
such a library (depending on your interest and budget): 

• Core Textbooks and other relevant books. 

• Palliative Care Journals. 

• Copies of key articles, arranged by topics such as pain, bereavement etc.  If your 
group is publishing, keep copies of articles by your staff in a binder. 

• Keep a Fast Fact Notebook here. 

• Tapes/CDs from conferences 

• A file with PowerPoint presentations on palliative care 

• Special section for patient and family resources.  While you probably do not want 
patients and families in your library area, you may want to systematically collect 
information that would be useful for patients and families.  A number of excellent 
brochures, handouts, books and web-sites all exist for patients and families.  Likely, 
you already have many such resources lying around your office and other team 
members have different information.  Collect all that stuff in one place and consider 
having one person review available material for quality.  Then, index the material, so 
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team members can access the material.  (For example I just found a “quality of life 
handbook” in Chinese put out by the American Cancer Society.  This booklet could 
be very helpful in my program, where we serve a large number of Chinese patients.) 

10. Find colleagues and allies.  Most national and international groups (as well 
known experts and leaders in the field) have email addresses and welcome thoughtful 
inquiries.   Consider the following  interventions: 

• Create a space on a message board or white/black board, where staff can post notices 
of upcoming talks, conferences etc. 

• Include a brief “announcement” time in your team agenda for team members to share 
information gleaned from presentations, conferences, articles or web-surfing. 

• Create a regular time for staff members on your team to “present” to other staff 
members as the primary target audience.  Presentations can take various formats.  
You might have a ten minute block once a month at team meeting for someone to 
share what they are working on or information from a conference.  You may wish to 
schedule a “retreat” that includes time for each team member to summarize what they 
are working on.  Consider doing an “annual review,” where team members can list 
accomplishments, including presentations, awards, articles, ongoing training and 
research.  Spend an hour a year having team members share their professional goals 
for the coming year – such goal sharing may give rise to unexpected opportunities for 
collaboration.  

Finally, keep a look-out for allies/colleagues in places you might not expect to find 
them.  Perhaps someone is working on a similar problem elsewhere in your medical 
center or at an affiliated institution in a department not overtly identified with 
palliative care.  A trainee may have done substantial work in an area of related 
interest.  Families, volunteers and even patients may all have identified important 
resources you otherwise might never have found or considered.  These ‘unexpected’ 
allies are particularly valuable in that they bring very different perspectives from our 
own.   
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