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Physicians Urged to Recognize and Support
Major Role of Family Caregivers

American College of Physicians position paper
endorsed by ten other professional medical societies

Family caregivers play an integral pa
in the U.S. health care system, maximiz-
ing the health and quality of life for abou
90% of dependent, community-dwellin
individuals. In 2006, nearly 38 million
adult family caregivers helped patients witl

Physicians are encouraged to gently guide patients/caregivers when cure is no
longer a realistic goal. “Open discussion of the reality of the progressive condition
is crucial to earlier access to hospice enrollment, either at home, in the hospital,
or in a freestanding facility.”

— ACP Ethics, Professionalism, and Human Rights Committee,

acute and chronic illness manage thejr
health care needs.

Journal of General Internal Medicine

That is according to a recently releaseghaintain patient autonomy and privacy By far the lengthiest section of the pa-

position paper from thémerican College while expanding the unit of care to supper is devoted to guidance on supporting
of Physicians (ACP), aimed at providingyort the needs of their collaborators iraregivers in their crucial role of collabo-

-
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O Higher Tube Feeding Use in Patients
with Advanced Dementia Linked to
Facility Characteristics

Research Monitor

0O Underuse of Hospice by Minorities
Extends to Heart Failure Patients,
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O ‘More Information Is Not Always
Better:’ Balancing the Benefits and
Burdens of Detailed Clinical Disclosure

0 Management of Dyspnea in
Patients with Advanced Heart or
Lung Disease: An Ethical Obligation

Clinician Resources

O Helping Patients Determine
Whether and When Hospice
Fits Their Needs

rating in patient care, and on addressing

“The ethical guidance outlined in thisquality-of-life issues for both patients and
paper is intended to heighten physiciafeir caregivers.
awareness of the importance and complex-
ity of the patient-physician-caregiver re- PHYSICIANS ARE URGED TO:
lationship,” state?\CP president Joseph* Communicate information clearly and
Stubbs, MD.It is essential for physi- consistently
cians to consider quality of life for both « Ensure caregiver education regarding
patients and caegivers’ medications, symptoms, and signs of
The paper outlines primary ethical prin- advancing disease.
ciples for physicians on such topics as: « Assess caregiver well being and

 Respect for the patient concerns.

« Provide timely referrals to appropriate
care services, such as hospice and
palliative care.

“Early access to the services of acom-
prehensive palliative care team can sig-
nificantly reduce the burden of illness
and optimize functioning and coping for
both patients and caegiwvers,” the au-
thors point out.

 Physician communication and
accessibility

» Drawing boundaries with caregivers
who are health care professionals

» Recognition of the value of family
caregivers

» Support during the transition to the
end stage of illness and continuing

after patient death Continued on Page 3



NEWSLINE

Higher Feeding Tube Use in P atients with
Advanced Dementia Linked to Facility Characteristics

Tube feeding has been shown to have mentia at:http://LTCfocus.org/upload/

no demonstrable benefit in nursing home “Feeding tube insertion in intubation.pdf.
patients with advanced cognitive impair-  persons with advanced cognitive “We hope that hospitals will examine
ment, yet its use among this population is impairment demonstrates a these results with attention to how deci-
both persistent and uneven, manifestinga  disconnect with the existing sions are made for persons with advanced
striking and unexplained variation in  evidence of their effectiveness.” dementia to ensure their informed wishes
prevalence across and within U.S. states ' are respected.”

. — Teno, et al, Journal of the American
and regions. Medical Association

‘HOMELIKE’ NURSING HOMES

Now, two recent studies have found tha}‘
institutional factors are associated with a SUPPORT LOW FEEDING TUBE USE

. . o Higher insertion rates were associated
higher rate of feeding tube use in this popu-. . .
‘ ) . thh the following hospital factors:
lation. The first study analyzed hospita i i
For-profit ownership vs government

characteristics linked to feeding tube place-
owned

A focused ethnographic study of two
South Carolina nursing homes of compa-
rable size (130-150 beds) located in the

ment among more than one-quarter of a _ ) same health referral region, but having
million admissions of nursing home resi+ Larger sizevs smaller size310 beds \yiqely differing feeding-tube rates among
dents with advanced dementia across thevs <101 beds) patients with advanced dementia (10.7%

country The second examinedgamniza- « A more aggressive approach to end- ys 41.8%) has identified striking contrasts
tional characteristics of two similarly-sized  of-life care (greater use of the intensiven facility characteristics.
nursing homes with two very different care unit in the last 6 months of life)  «This study reveals a startling variation

rates of feeding tube use, located in the “Our results suggest that decisions to in the organizational culture of two nurs-

same state. insert a feeding tube in persons with ing homes and its influence on approaches
LARGER AND FOR-PROEIT ad\_/anced _dementia are more about to feeding prob!ems ip patients with ad-

HOSPITALS SHOW HIGHER RATES whlch.hgspltal youare admitted to thah vanced dementia,” write the authors of a

OF FEEDING TUBE INSERTION a decision-making process that elicits report published in a recent issue of the

and suppotts pdient choice” notes lead Archives of Internal Medicine.

More than one-third of nursing homeythor Joan MTeno, MD, professor of Using direct observation, semistructured
residents with advanced dementia are tupgmmunity health and medicin@farren interviews, and publicly available printed
fed, with nearly 70% of feeding tube in-apert School of Medicine, Brown Uni- ang poste('j material, researchers identified
sertions among this population occurtingersity Providence, Rhode Island. different nursing home factors associated

durlqg an acute care h.osplta'llzanon, aC The authors call for strategies to imwith either low or high use of feeding tubes.
cording to a report published in tBaur- 6.6 agvance care planning and decision Key features of nursing homes with low
nal of the American Medical Association. 4 1ing based on patient preferences rathgge include:

Researchers analyzed the rate of feegian place of treatment. “Our research find- A homelike environment in which food
ing tube placement between 2000 and 20@Hgs call for multifaceted interventions to ’

. : . mealtimes, and family are central
in 2797 acute care hospitals with 280,868nsure that the insertion of feeding tubes Administrative s o?/t i solving feed-
admissions among 163,022 nursing homguring acute care hospitalizations is con- ing problems PP g

residents with advanced cognitive impairsistent with patient preferences after thor-

ment (age, 66 years or older). ough discussion of the risks and benefits® EMPhasis on the value of and sufficient

The rate of feeding tube insertion var- To assist in the development of im- staff for hand feeding

ied from O to 38.9 per 100 hospitalizaprovement strategies, the research team Ha§amily inclusion in decision making
tions (mean, 6.5) during the 8-year studgosted a table with feeding tube insertion In contrast, the high-use nursing home
period. The 12% of hospitals that insertethtes for 2000-2007 and 2006-2007, arfgad animpersonal, institutional atmosphere
no feeding tubes tended to be smatier national ranking in quintiles for all U.S.with strictly scheduled and poorly staffed
ral, and less likely to be affiliated with ahospitals having at least 25 admissions #fealtimes. Staff attitudes favored tube
medical school. nursing home residents with advanced de- Continued on Page 3
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NEwsLINE

Physicians Urged to Recognize and

Support

Major Role of Family Caregivers

recently recognized the need to expand t
physician-patient relationship to include th

Continued from Page 1

Physicians are also encouraged t0 9efinact of iliness on both patients and thei

tly guide patients/caregivers when cure ig, iiag
no longer a realistic godiOpen discus-
sion of the reality of the progressive con-
dition is crucial to earlier access to hos-
pice enrollment, either at home, in the
hospital, or in a freestanding &cility.”

The statement defines family caregivergrm Internal Medicine, thamerican Ge-

as "relatives, partners, friends, and neighy,yics societytheAmerican College of

bors who assist with activities of daily liv- ~pagt Physicians, themerican Medical
ing (ADLs) and complex health care needs;o -torsassociation, the Society of Criti-

that were once the domain of trained hog.| ~are Medicine. and tAenericanAcad-
pital personnel.” emy of Hospice and Palliative Medicine.

In addition to assisting WitADLS, e 1| position paperalong with an
major caregiver contributions include:

Entitled “Family Caregivers, Patients
and Physicians: Ethical Guidance to Opt
mize Relationships,” the statement has be:

Expediting clinical evaluation porting family caregivers, is available on

Helping to prevent medical errors andhe ACP website atvww.acponlineorg/
inefficiencies clinical_information/guidelines/.

Communicating with multiple health Source: “Family Caregivers, Patients, and
. Physicians: Ethical Guidance to Optimize

care prOfeSSIOnals Relationships,” Journal of General Internal
Navigating the health insurance Systemledicine; published online January 9, 2010; http:/
. . Lo /www.springerlink.com/openurl.asp?genre=
While hospice and palliative care hav@rticle&id=doi:10.1007/s11606-009-1206-3.

used a family-centered model of approadﬂitnick S, Leffler C, Hood VL, for the American
from their inception note the authorSCollege of Physicians Ethics, Professionalism,

. : ) ) and Human Rights Committee; Philadelphia,
views in contemporary bioethics have onlyennsylvania.

endorsed by ten other professional med
cal societies, including the Society of Gen

online list of physician resources for sup

ne

a)

C

Ethical Guidance for
Physician Collaboration
with Patients and Caregivers

ir

~ 1. Respect for the patient’s dignity, rights,

€N and values should guide all patient-

i physician-caregiver interactions.

2. Physician accessibility and excellent
communication are fundamental to sup-
porting the patient and family caregiver.

3. The physician should recognize the
value of family caregivers as a source
of continuity regarding the patient’s
medical and psychosocial history and
facilitate the intellectual and emotional
transition to the end stage of serious
chronicillness.

4. When the caregiver is a health care
professional, the physician should
draw appropriate boundaries to ensure
that the caregiver is not expected to
function in a professional capacity in
relation to the patient and that the
caregiver receive appropriate support,
referrals, and services.

— ACP Ethics, Professionalism,
and Human Rights Committee,
Journal of General Internal Medicine

Higher Feeding Tube Use in P atients with
Advanced Dementia Linked to Facility Characteristics

Continued from Page 2 observations describing a link betwee

_ o physical environment and quality of nurs
feedlng, and although the demspn-malq-ng home end-of-life care.”
ing process was not cledremphatically _ n , ,
Source: “Hospital Characteristics Associated with

did not include the famlly Feeding Tube Placement in Nursing Home
“The Contrasting ‘culture’ in our two Residents with Advanced Cognitive Impairment,”

. . . urnal of the American Medical Association;
participant nursing homes was manlfeSteiTebruary 10, 2010; 303(6):544-550. Teno JIM,

in differences in physical environmentwmitchell SL, Gozalo PL, Dosa D, Hsu A, et al:
care processes for feeding, decision-makenter for Gerontology and Health Care
. d values.” note the aResearch, Warren Alpert School of Medicine,
INg processes, and values, ) HFown University, Providence, Rhode Island;
thors. “Our results corroborate previousmstitute for Aging Research, Hebrew SeniorLife,

Harvard Medical School, Boston; Providence
Veterans Affairs Medical Center, Providence.“The
Tnfluence of Nursing Home Culture on the Use of
Feeding Tubes,” Archives of Internal Medicine;
January 11, 2010; 170(1):83-88. Lopez RP, Amella
EJ, Strumpf NE, Teno JM, Mitchell SL; Institute of
Health Professions School of Nursing, Boston;
College of Nursing, Medical University of South
Carolina, Charleston; University of Pennsylvania
School of Nursing, Philadelphia; Warren Alpert
School of Medicine, Brown University, Provi-
dence, Rhode Island; Division of Gerontology,
Beth Israel Deaconess Medical Center, and
Institute for Aging Research, Hebrew SeniorLife,
Harvard Medical School, Boston.
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RESEARCH MONITOR

Underuse of Hospice by Minorities Extends to
Heart Failure P atients, Large National Stud y Finds

Racial and ethnic differences in hospic MD, of the Hebrew SeniorLife Institute
use among patients with cancer have been « _ patients with advanced heart for Aging Research, anfdifate of Harvard
well documented recent study of more | fajlure have a one-year mortality of Medical School, Boston.
than 98,000 Medicare patients with heart 509% to 70%, and hospice care is “To our knowledge, our study is thegar
failure has found similar results: black an increasingly recommended in est longitudinal cohort study examining
Hispanic patients are up to 50% less likel guidelines for such patients” factors associated with hospice entry for a
than their white counterparts to be enrolled _ _ B noncancer diagnosis,” note the authors.
in hospice. — Givens, et al, Archives of Internal Medicine They recommend further studies on

“In our sample, blacks had 41% - noncancer patients to examine such pos-

lower odds of hospice use and Hispan- . 050 , . sible underlying causes for differences in
ics, 51% lower odds of receiving hos- 0.59; 95% confidence interval [CI]’hospice use as patient preference and phy-

pice care than whites; write investiga- 0247'0'_73) . . sician referral behavior
tors, whose findings based on their national Hispanics (13.2%; aOR =0.49; 95% CISour(:e: “Racial and Ethnic Differences in Hospice

study were published in th&rchives of 0.37-0.66) Use among Patients with Heart Failure,” Archives
ici e Other (15.8%; aOR = 0.64; 95% C| of Internal Medicine; March 8, 2010; 170(5):427-

Internal M_edICI ne. ] 052 0(80 432. Givens JL, Tjia J, Zhou C, Emanuel E, Ash
Heart failure currently affects nearly five “-2<7%- ) AS; Hebrew SeniorLife Institute for Aging

million Americans and is the leading cause “Our findings document significant ra-Research; Department of Medicine, Division of
T . . . . . erontology, Beth Israel Deaconess Medical
of hospitalization among Medicare bencial differences in hospice use and Sho\?lenter; and Health Care Research Unit, Boston

eficiaries, the authors point otiDespite that overall increases in the availability ofiniversity School of Medicine; Division of Geriatric

progress in treatment, patients with ad‘_]ospice services in the 1990s have néfedicine, University of Massachusetts_ Med.ical
. d ial differences in hospice uti|i§ChOOI' Worcester; Department of Bioethics,
vanced heart failure have a one-year mogfased racia P Clinical Center, National Institutes of Health,

tality of 50% to 70%, and hospice care igation,” says lead author Jane L. Givengethesda, Maryland.
increasingly recommended in guidelines
for such patients.”

The researchers analyzed hospice use . . o
among a national sample of 98,258 Medi- More Information Is Not Always Better:
care beneficiaries with diagnosis of heart Ba|ancing the Benefits and Burdens of
failure in 2001, representing about 2.7 D iled Clinical Discl
million beneficiaries. Subjects were aged etalle Inica ISCIOsure

66 years and oldewith at least one physi-
cian or hospital encounter and no hospice
use in the previous year

Despite the prevailing ethical principle Clinical information benefits patients
of autonomywhich implies that patientswhen it: helps in decision making; pro-
should always be fully informed, clini- vides meaningful options; helps the pa-

Overall, 18.2% of beneficiaries ens cjans routinely make judgments ortient to make sense of and cope with ill-
rolling in hospice did so with a diagno- \yhether to delay or withhold informa-ness; and builds trust. Howeyerite the
sis of heart failure, with 18.5% of whites  tjon, These decisions must be made saithors, imparting too much information
entering hospice care with heart failure. 55 to maximize benefit and minimizecan reduce patient autonomy when it: im-
Researchers made adjustments for fac- pyrden, says a team of experts in an guairs understanding and decision making;
tors previously associated with hospice  ticle published iTheNew England Jour- ~ sidetracks exploration of a serious illness’

entry, such as: income, urbanigitii- nal of Medicine. complexities and relevant treatment op-
ness severificomorbidity and local den- “[M]ore information is not always ~tions; results in unnecessary distress; or
sity of hospice use. better. Dumping all available infor- distracts from practical discussions.

The following groups were less likely  mation on patients can be overwhelm- ~ “In our view, clinicians should with-
to use hospice than were whites: ing and may paradoxically undermine hold information that is likely to over-
* Blacks (14.1%,; adjusted odds ratio [aOR] their ability to choose wise}.” Continued on Page 5
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RESEARCH MONITOR

Management of Dyspnea in P atients with
Advanced Heart or Lung Disease: An Ethical Obligation

As with pain, assessment of dyspnea begins with asking the patient

The need for improved treatment of &
highly prevalent symptom among patients
with advanced lung or heart disease has
prompted thémerican College of Chest
Physicians (ACCP) to issue a consensus
statement on the management of dyspneas

“Although assessment of a pient’s
intensity of pain is a requirement, it is
not standard practice for health care
providers to ask patients to provide a
rating of dyspnea; writes an expert panel
of pulmonologists, cardiologists, nurses,

treat this symptom.

tinely documented.

their patients.

Consensus StatementK ey Points Inc lude:

* Health care professionals are ethically obligated to treat dyspnea, and patients and
their families should be reassured that they will be provided the means to effectively

Patients should be asked to routinely and regularly rate the intensity of their breath-
lessness as part of a comprehensive care plan, and such ratings should be rou-

¢ Concerns about contributing to addiction and/or physical dependence should never
limit effective treatment or palliation of dyspnea.

¢ Itis important for clinicians to communicate about palliative and end-of-life care with

— American College of Chest Physicians

and palliative care specialists reporting in

Cheg, the oficial journal of theACCP

1966 to 2008. Furtheabout 94% of pa- ease.” The stated aim of the paper is to

Over 90% of patients with advancedients with chronic lung disease experiendafluence clinical practice in the “care of

chronic obstructive pulmonary disease ardyspnea in the last year of life.

the patient in whom medical therapy has

more than 60% of those with advanced The topic condition was defined adeen optimized, and the focus of treatment
heart disease report problems with breattdyspnea that persists at rest or with minis on symptom management, relief of suf-
lessness, the panel found in its systematieal activity and is distressful despite optifering, and maintenance of quality of life.”

review of the topic in the literature frommal therapy of advanced lung or heart dis- “Many patients with advanced lung

‘More Information Is Not Always Better’

Continued from Page 4 a proxy should be kept informed).

whelm and distress patients if their hav- [Slince mforma’ltlon can somt(ejtlmes
ing the information would provide no'ncrease patients” cognitive and emo

obvious benefit and they don't ask fm“or?al burden and Iead. to gre'ater con
it ” write the authors. fusion rather than claritythe right to

autonomy must be balanced with th
ethical obligations to do good for pa-
tients (beneficence) and not to harm
them (nonmaleficence).”

o oL Source: “Withholding Information from
Ethicists and clinicians generallypatients — when Less Is More The New

agree, note the authors, that withholdengland Journal of Medicine; February 4,

; ; ; ; ; . 2010; 362(5):380-381. Epstein RM, Korones
ing information is appropriate when: aéN, Quill TE: Departments of Family

patient lacks the cognitive capacity tq/ledicine, Pediatrics, Internal Medicine,
understand (in which case, a surrogafsychiatry, and Oncology, the Rochester
should be t0|d); if urgent interventionCenter to Improve Communlpatlon in Hgglth
. . . .. Care, and the Center for Ethics, Humanities,
is needed; or if the patient eXp“CItIy Oland Palliative Care, University of Rochester
implicitly chooses not to receive it (thenvedical Center, Rochester, New York.

D

“Information overload — especially
if the information is not clinically rel-
evant — may render more important
discussions impossile.”

or heart disease have a tremendous con-
cern about the experience of dying, and
a large component of this anxiety is fo-
cused on their breathing difficulty and
‘suffocaing,” the panel writesThey
strongly emphasize the importance of phy-
sician communication in reassuring patients
that their needs will be met.

However they point out, “patients with

advanced lung or heart disease receive poor

quality palliative and end-of-life care”
compared with cancer patients. One rea-
son the panel found is that “patient-physi-
cian communication about end-of-life care
is unlikely to occuf

Source: “American College of Chest Physicians
Consensus Statement on the Management of
Dyspnea in Patients with Advanced Lung or Heart
Disease,” Chest; March 2010; 137(3):674-691.
Mahler DA, Selecky PA, Harrod CG, Benditt JO,
et al; Dartmouth-Hitchcock Medical Center,
Lebanon, New Hampshire; Hoag Hospital,
Newport Beach, California; the American College
of Chest Physicians, Northbrook, lllinois;
University of Washington Medical Center, Seattle.
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CLINICIAN RESOURCES

Helping P atients Determine
Whether and When Hospice Fits Their Needs

The importance of eliciting patients’
individual goals regarding how they hop
to live the end of their lives is emphasize
in a review of hospice care published i
the Journal of the American Medical As-
sociation. The discussion is based on th
case report of an 86-year-old woman wit
progressive congestive heart failure and « Ascertain the patient's understanding of her prognosis.
multiple chronic conditions.

While still enjoying certain aspects o
her life, the patient dreads becoming more  « |gentify her symptoms and psychosocial support needs, and the needs of her
incapacitated and fears losing control over family.
the circumstances of the end of her life.
Although her life expectancy is uncertain
she wonders if hospice can help.her

“[This patient] is not thinking just
about hospice. She is also considering
how she enisions the end of her lig,”
writes Jean S. KUtI’I,EMD, MSPH' pro- — Adapted from Kutner, Journal of the American
fessor of medicine and head of the Divi- Medical Association
sion of General Internal Medicine, Uni-
versity of Colorado at Denver School of
Medicine, Aurora. HOSPICE WORKS TO ACHIEVE pice at any time, retaining the option of

In the context of this case discussion, PATIENT GOALS enrolling again as their goals or health

notes Kutner‘l consider the ‘end of life’  “Hospice would work with [the patient] cond|t|on§ change. _

to begin with the onset of advanced illnesg help her determine the story of the end For patients with heart failure and most
that is beyond cure, rather than limiting ibf her life — how she lives her last month<Other noncancer diseases characterized by
to the time of imminent death.” weeks, days, and hoursfates Kutnein & prolonged state of poor health with spikes

There is significant agreement amongact, she adds, hospice “excels” at workef intermittent exacerbations, no defini-

the many studies that have explored tHBg with patients to achieve their goals. Ve threshold marks the time when deci-
meaning of a “good death,” in that it in- The Medicare Hospice Benefit defines ;:)nsl, datl)) out (;igﬂglr}ghtrggtment modes
cludes such components beyond pain amgspice not simply as a service for patients, ?]u € ma ealt cnsll_s cgrz‘%? cur
symptom management as: spending timgho have decided to stop curative treaﬁ"tt no contln?en‘%p an?ut ![?ed'. id uls '
with family and friends; not being a bur-ment, but also as “a health care delivergrl]J dngfr I;\(;sseorjé areecFr)'? Ief',, ndividua
den; maintaining dignity and self-respectsystem focused on caring for the patiert = > - 9 eal.

avoiding prolongation of dying; andand family after treatment efforts aimed A continuing education course based on
achieving a sense of control. at changing the course of the terminal illlKutner's review is available dtttp:/

“However” states Kutnefthe process Ness substantially are no longdeefive.” cmejama-archives.ama-assn.org/.

of dying and death remains highly in- Although the Medicare hospice requireSource: “An 86-Year-Old Woman with Cardiac

TS S : ; Cachexia Contemplating the End of Her Life:
dividualized, making it essential that ment for 6-month life expectancy may by ot Hospice Care. Journal of the Amerisan

clinicians both ask questions and listen difficult to meet in a heart failure patientMedical Association; January 27, 2010;
to their patients to ascertain their pri- notes Kutnerpatients remain eligible for 303(4):349-356. Kutner JS; Division of General

it d facilitat hi t of | thi iteri . t Eurth Internal Medicine, Department of Medicine,
orities and facilitate achievement of as long as this criterion is met. urthetniversity of Colorado Denver School of
their stated goals’ patients can choose to disenroll from hos#edicine, Aurora, Colorado.

An Approach to Presenting the Hospice Option
to a Patient with Uncertain Prognosis

* Understand what is known about the patient’s current status, treatment op-
tions, and prognosis.

* Learn about her goals, asking “What do you hope for most in the next few
months?” and “What are you afraid of?”

* Introduce hospice as a service that might help meet her needs, explaining both
what it can and cannot offer her at the present time.

¢ Understand her desired place of death and how she envisions it.
* Remind her and her family that a decision to enter hospice is not permanent.

* Provide additional resources to help her understand her options.
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CLINICIAN RESOURCES

FREE PATIENT BROCHURE

‘Palliative Care: The Relief You Need
When You’'re Experiencing the
Symptoms of Serious lliness’

The National Institute of Nursing Research (NINR) of the federal Nationa

Institutes of Health has produced a 14-page brochure highlighting the benefi

of palliative care, and directing patients and caregivers on how and when
request it.
“Our goal is to increase the number of provigatient conversations about

palliative care resources, so that fewer patients suffer needlessly from pain and

distressing symptoms,” says NINR director Patdci&rady PhD, RN.

The brochure explains how to decide if palliative care is needed, how
differs from hospice care, how it is paid, fahich specialists participate on a
care team, and how to ask a physician for a referral.

The team approach to patient-centered care is presented as providing:

 Coordination of care with the primary care physician and all other health care

providers
» Open discussion about treatment choices
» Expert treatment of pain and other symptoms
» Emotional support

Palliative care “not only relieves pain and suffering, but also provides critica

emotional support to family members who are faced with difficult end-of-life
decisions while grappling with the impending loss of a loved one,” Grady point

out. But palliative care should not be seen as restricted to those in the last

months of life, she noteYP]Jalliative care provides relief to patients deal-
ing with chronic illnesses as wll, including AIDS, cystic fibrosis,and dis-
eases of the hearlungs, and kidneys”

One section of the brochure encourages patients to start palliative care

as

soon as needed: “There is no reason to wait. Serious illnesses and their treat-

ments can cause exhaustion, anxiatyl depression. Palliative care teams un-

derstand that pain and other symptoms affect your quality of life and can leave

you lacking the engy or motivation to pursue the things you enjdyey also

know that the stress of what you’re going through can have a big impact on
your family And they can assist you and your loved ones as you cope with the

difficult experience.”

Entitled “Palliative CareThe ReliefYou NeedWhenYou're Experiencing
the Symptoms of Serious lliness,” the brochure is available for free downloa
ing and reproduction from the NINH website, or small quantities can be o
dered free of chge in print formA state-by-state list of palliative care pro-
grams from the online Palliative Care Provider Directory of Hospitals is avai
able atwww.getpalliativecare.org.

To access the brochure, visit www .ninr .nih.go v/newsandinf ormation/
ninrpublications.

r

End-of-Life Care Websites

www.aahpm.org

American Academy of Hospice
and Palliative Medicine

www.eperc.mcw.edu

End of Life/Palliative Education
Resource Center (EPERC)

www.epec.net

The EPEC Project (Education in
Palliative and End-of-Life Care)

www.nhpco.org

National Hospice & Palliative
Care Organization

www.caringinfo.org

Caring Connections: National Consumer
Engagement Initiative to Improve
End-of Life Care

www.promotingexcellence.org

Promoting Excellence in
End-of-Life Care

www.hospicefoundation.org
Hospice Foundation of America

www.americanhospice.org
American Hospice Foundation

www.hpna.org

Hospice and Palliative Nurses
Association

www.medicaring.org
Palliative Care Policy Center

www.abcd-caring.org
Americans for Better Care of the Dying

www.mcw.edu/palliativecare.htm

Medical College of Wisconsin
Palliative Care Center

www.painpolicy.wisc.edu
University of Wisconsin Pain
and Policy Studies Group

Www.capc.org
Center to Advance Palliative Care

www.stoppain.org

Pain Medicine & Palliative Care,
Beth Israel Medical Center
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End-of-Life Care
Meetings f or Clinicians

29th Annual Scientific Meeting of theAmerican Pain Society May 6-8, 2010
Baltimore Convention CentdBaltimore, MD.Phone: 847-375-4715; Fax: 866
574-2654, or 847-375-6480; Email: info@ampainsag;,.diVebsite:
WWW.ampainsoc. gy

Annual Scientific Meeting of the American Geriatrics Society May 12-15,
201Q Walt Disney Swan and Dolphin Hotel, Orlando, FL. Phone: 212-308-14
Fax: 212-832-8646; Email: info@americangeriatricg;okVebsite:
www.americangeriatrics.gr

Breahing Easier: Palliative Care andAdvanced Pulmonay Disease2010
Hospice and Palliative Nurs@ssociation Clinical Practice Forui@eptember
17-18, 2010Minneapolis/& PaulAirport Hilton, Bloomington, MNWebsite:
www.hpna.og

American Acadenmy of Pain Management 21stAnnual Clinical Meeting.
September 21-24, 20]0Caesars Palace, Lagkgas, NV Website:
www.aapainmanagegiconference/Conference.php

Medical and Legal Issues at the End of LifeOctober 2-9, 20107-night cruise
conference from Boston, MA. Sponsor: Continuing EducationAtwedited by
theAccreditation Council foContinuing Medical Education. Phone: 800-4224071
Email: contactus@continuingeducation.Wégbsite: wwwcontinuingeducation.net

Improving the lives of
patients with serious illnesses
and their families by:

¢ Managing pain &
other distressing
symptoms
1 o Helping determine
goals of care

. 3 ¢ Focusing care on
b o~ Quality of Life

L EPALLIATIVE CARE
BICONSULTANTS

For Palliative Care assistance call
our Referral Line:

937-252-2003

Quality of Life Matters®

Now in its 12th year of publication, Quality of
Life Matters is recommended as an educa-
tional resource by the American Academy

of Hospice and Palliative Medicine. The
periodical is dedicated solely to end-of-life care
news and clinical findings and is researched
and written by professional medical journal-
ists who specialize in covering palliative care
issues. It is an independent publication; it is
not affiliated with any health care organization
or company. The quarterly newsletter is pub-
lished by Quality of Life Publishing Co., a firm
dedicated to easing the way for patients with
life-limiting illnesses and their families.

We customize copies of the newsletter for
hospices and other organizations to provide as
an educational service for their local clinicians.
For information and rates:

TOLL FREE in U.S. and CANADA:

1-877-513-0099

NEW BRANDED BOOKLETS. When Death
Is Near: A Caregiver's Guide is available in
English or Spanish. A Hospice Caring Story
contains both English and Spanish translations
in one photo-novella.

www.QoLpublishing.com

© 2010 by Quality of Life Publishing Co.  All
rights reserved. No part of this newsletter may
be reproduced without prior permission of the
publisher. For reprint requests or information:

Mail: P.O. Box 112050

Naples, FL 34108-1929

Phone: 239-513-9907

Toll Free: 1-877-513-0099 (U.S. and Canada)
Fax: 239-513-0088
Email: info@QoLpublishing.com
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