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[Editor’s note: This is the first of a two-part series that looks at quality 
improvement programs in hospice. This month, the proposed require-
ments for hospice quality reporting are examined along with advice 
about how to prepare and examples of clinical quality indicators some 
hospices are using. Next month, non-clinical quality indicators and their 
importance to the overall quality program will be discussed.]
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EXECUTIVE SUMMARY

Since 2008, hospices have been required to have Quality Assessment and 
Performance Improvement (QAPI) as part of the Hospice Conditions of Par-
ticipation. To this point, however, the content of those programs and out-
comes measured have been determined by the individual hospice and no 
public reporting has been required. This will change if the Proposed Hospice 
Wage Index for FY2012 is approved as written. One of the items addressed is 
a quality reporting program that requires submission of certain information 
starting January 2013.
• One clinical indicator related to pain management and one structural mea-
sure related to the QAPI program are identified in the proposed rule.
• More quality measurements will be added, according to the proposed rule.
• Hospices that fail to submit information will experience a 2% reduction in 
their market basket update for FY2014.
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The Proposed Hospice Wage Index for FY2012 
addresses a number of items including the hospice 
cap calculation (see “CMS evaluates hospice cap 
changes to offer options,” Hospice Management 
Advisor, June 2011, page 61), face-to-face 
requirements (see “Face-to-face encounters with 
patients now required for recertification,” Hospice 
Management Advisor, January 2011, page 1), and 
a new requirement for quality reporting.

“Hospice is on the track toward linking 
reimbursement to performance,” says Melanie 
Merriman, PhD, MBA, a hospice consultant in 
North Bay Village, FL. The good news is that 
the Centers for Medicare and Medicaid Services 
(CMS) recognizes the need for a multi-year imple-
mentation, she points out. 

The initial measures, according to the proposed 

rule, are limited to a National Quality Forum 
(NQF)-endorsed measure on pain management 
[NQF #0209: The percentage of patients who 
were uncomfortable because of pain on admission 
to hospice whose pain was brought under con-
trol within 48 hours] and one structural measure 
related to participation in a Quality Assessment 
and Performance Improvement (QAPI) Program 
that includes at least three quality indicators 
related to patient care. CMS proposes that hos-
pices report the structural measure, using a tem-
plate provided by CMS, says Merriman.

According to the proposed rule, hospices that 
do not report the required quality data by January 
2013 will see a 2% reduction in their market bas-
ket update for FY2014. “Although 2014 seems 
like a long time away, hospice managers must 
evaluate their programs now to ensure they can 
collect and report the data that may be required,” 
says Merriman. Key dates to report data are:

• Jan. 31, 2013 — Report structural measures 
related to the QAPI program that is in place from 
October 2012 through December 2012.

• April 1, 2013 — Report data on pain manage-
ment measure for patients seen between October 
2012 through December 2012.

There is also a proposed option to voluntarily 
report the structural measure by Jan. 31, 2012. 
The data submitted on this date will not be used 
for public reporting or for payment determination. 
“I think it is important that hospices submit infor-
mation about their QAPI program early because 
it will give CMS more information to use as plans 
for inclusion of other measures are made,” says 
Liz Silva, vice president of hospice for Deyta, a 
quality improvement and satisfaction measurement 
company based in Louisville, KY. Information 
from the voluntary submissions will provide CMS 
with an overview of the type of data hospices 
are already collecting and will identify trends of 
the most common quality measures implemented 
throughout the industry. “Hospices have an 
opportunity to share their experience with CMS 
early in the program’s development so it makes 
sense to voluntarily report.”

Because hospice does not have a standardized 
data collection tool such as the OASIS form used 
in home health, most hospices are conducting ret-
rospective benchmark or quality studies by review-
ing medical records, points out Merriman. Even 
with electronic records, the data are not always 
collected consistently, or located in the same place 
in each chart, she says. “Hospice managers should 
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begin now to ensure their data collection tools 
are designed well so the information can be easily 
retrieved.”

“We don’t know what additional measures 
will be added to the quality reporting program, 
but if the inconsistencies in documentation can be 
addressed now with revised forms to improve col-
lection of data overall, the hospice should be able 
to adjust to whatever measures are added,” says 
Merriman. “I think the pain management measure 
will be included, even if this is just the proposed 
rule,” she adds.

The pain management measure will not be dif-
ficult for the staff at Visiting Nurse Services of 
New York (VNSNY) Hospice Care in New York, 
NY. “We’ve participated in the AIM Project (see 
resource box, page 76) and the pain manage-
ment measure is one that we have focused upon,” 
explains Patricia Vigilante, RN, CHPCA, MPA, 
director of quality management services for the 
hospice. “We’ve also used the NHPCO [National 
Hospice and Palliative Care Organization] perfor-
mance measures, which also include pain manage-
ment,” she adds. 

Staff education critical

The key to successfully capturing data is to 
develop and train staff members on the use of a 
consistent assessment or evaluation tool, suggests 
Vigilante. “For pain management we identified 
processes and tools that standardize the way we 
assess and document pain,” she says. “We use the 
Edmonton Symptom Assessment Scale for evalu-
ation of pain management and all staff members 
were trained on its use,” she says.

Developing a QAPI program that can be imple-
mented in about 50 hospices of all different sizes 
and locations is more complicated than focusing 
on one hospice, but it can be done, admits Karen 
Mikula, RN, BSN, CPHQ, senior director of qual-
ity initiatives at VITAS Innovative Hospice Care, 
Miami, FL. “We have a QAPI Dashboard that 
serves as our quality framework,” she says. By 
identifying specific measures that all hospices will 
monitor, VITAS can not only provide each hospice 
with information about individual performance, 
but also can provide benchmark information so 
managers can evaluate their performance against 
others, she explains. 

Because each of the hospices in her organization 
is accustomed to collecting data in a specific way, 
Mikula does not see a problem for them to submit 

information for a quality reporting program. For 
hospices that may not have developed their QAPI 
programs to the point that will be needed, she 
offers the following tips:

• Make sure your QAPI program is solidly in 
place and that you are measuring quality indica-
tors that are likely to be included in a quality 
reporting program.

At first, focus on indicators that reflect the hos-
pice mission, such as pain management, patient 
safety issues such as falls, or family satisfac-
tion, she suggests. Use AIM measures as well as 
NHPCO core measures as a guideline for indica-
tors that are likely to be used by CMS. (See page 
76 for examples of indicators other hospices have 
used.) 

• Educate and involve your staff members in 
your QAPI program.

“Complying with the COP requirements related 
to QAPI doesn’t mean just paper compliance,” 
points out Mikula. “To be effective, QAPI has to 
be put into practice by every employee as they per-
form their jobs.”

• Develop a consistent method of data 
collection. 

“This can be a challenge for a small program,” 
admits Mikula. “If you are pulling your data 
manually, be sure your forms allow staff members 
to use the same language, in the same place, to 
perform the assessment.” Knowing that the data 
are located in the same location in all records will 
speed up collection, she points out.

• Assign responsibilities for performance 
improvement to one person. 

“One person overseeing the day-to-day collec-
tion of information and reporting is ideal,” says 
Mikula. While the general manager has the ulti-
mate responsibility, VITAS does have a dedicated 
performance improvement position in almost all 
hospices, she says. “At some of our smaller sites, 
we have people serving dual roles of performance 
improvement and seeing some patients,” she says. 

While the majority of hospices are pulling 
data manually, regardless of whether they use 
paper or electronic records, Merriman anticipates 
a change. Once the measures are identified by 
CMS, hospices will need to revise their forms to 
collect the correct data, she suggests. Hospices 
that use electronic records with the capability to 
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pull data for reports need to work with their ven-
dors to make sure the data collected match CMS 
requirements, she adds. 

At this point vendors don’t have a way to cap-
ture real-time data for quality reports, admits 
Silva. “So many hospices customize their forms 
and the data they collect that we can’t easily 
develop a way to generate reports,” she says. Once 
CMS standardizes requirements, all vendors will 
be able to create the capability, she adds.

Overall, quality reporting can be a good thing 
for hospice, says Merriman. “It is all about 
improving patient care. This will be a tool that 
hospices can use to improve their services and 
learn best practices from others.”  �

Collecting data on any 
indicator will prepare you
Tweak reports, tools once rule is final 

The only fact known about the quality 
reporting requirements described in the 
Proposed Wage Index Rule for FY2012 

is that everything is proposed and might change 
before the final rule is published, according to Liz 
Silva, vice president of hospice for Deyta, a qual-
ity improvement and satisfaction measurement 
company based in Louisville, KY. Although this 
presents a challenge for hospice managers who are 
evaluating their QAPI programs to see what needs 
to be added or enhanced to enable compliance 
with reporting requirements, there are ways to 
make sure you’re prepared, she suggests.

“No one can wait until every detail is final 
because a hospice manager needs to have time 
to evaluate the QAPI program and implement 
changes,” Silva explains. If a hospice does need to 
bolster the QAPI program with additional mea-
sures, the AIM Project measures are a good place 
to start, she recommends. “CMS [Centers for 
Medicare and Medicaid Services] has invested time 
and money in the AIM Project so these measures 
or a variation of these measures will probably be 
included in quality reporting at some point,” she 
says. “Even if the measure chosen by a hospice 
today is not included, all of the measures gather 
good information that will be helpful to the  
hospice.”

The most important aspect of starting now to 
collect data and measure performance is to create a 
culture of quality reporting throughout the organi-
zation. “If your staff is accustomed to capturing and 
reporting data consistently, it will be easier to tweak 
your reports or your data collection tools if neces-
sary to meet the final reporting requirements,” Silva 
points out. “Starting now also gives the hospice 
time to feel comfortable with processes and data 
before reports must be submitted to CMS.”

Although pain management within 48 hours of 
admission is a measure currently identified as the 
first clinical quality indicator for the CMS quality 
reporting program, there are several other valuable 
quality indicators, says Martha Lasseter, MBA, 
CHPCA, vice president of compliance for Treasure 
Coast Hospice in Stuart, FL. Because the state of 
Florida requires hospice to submit demographic 
and outcomes measures each year (see resource 
listing, right), her hospice staff is accustomed to 

For more information about quality reporting, contact:

• Martha Lasseter, MBA, CNPCA, Vice President of Compliance, Treasure 

Coast Hospice, 1201 SE Indian St., Stuart, FL 34997. Tel: (772) 403-4525; 

e-mail: mlasseter@tchospice.org.

• Melanie P. Merriman, PhD, MBA, Touchstone Consulting, 7511 

Beachview Drive, North Bay Village, FL 33141. Tel: (305) 762-7966; fax: 

(305) 762-7191; e-mail: touchst@ix.netcom.com. 

• Karen Mikula, RN, BSN, CPHQ, Senior Director of Quality Initiatives, 

VITAS Innovative Hospice Care, 100 South Biscayne Blvd., Suite 1300, 

Miami, FL 33131. Tel: (786) 318-5330; fax: (708) 478-5819; e-mail: Karen.

Mikula@vitas.com.

• Liz Silva, Vice President of Hospice, Deyta, 7400 New LaGrange Road, 

Suite 200, Louisville, KY 40222. Tel: (781) 640-3767; fax: (502) 896-0718; 

e-mail: lsilva@deyta.com.

• Patricia Vigilante, RN, CHPCA, MPA, Director of Quality Management 

Services, VNSNY Hospice Care, 1250 Broadway, New York, NY 10001. Tel: 

(212) 609-1913; e-mail: patv@vnsny.org.

Resources:

To see a copy of the Proposed Hospice Wage Index for FY2012, go 

to www.federalregister.gov and select “Browse this and other dates,” 
then select “May 9, 2011” and scroll down to “Centers for Medicare and 
Medicaid Services,” and click on “Hospice Wage Index for FY2012.”

     The following resources can help a hospice manager or quality 

improvement director identify quality indicators that are appropriate for 
the agency, collect data, calculate measures, and develop interventions 
to improve quality of care.

• Hospice AIM Toolkit. Go to www.ipro.org and under the heading 

“Healthcare Providers,” select “Hospice Provider Toolkit.” Resources are 
free.

• PEACE Project. Go to www.carolinascenter.org and select “Who we 

serve,” then choose “Hospice” and click on “Hospice PEACE Project.” 

Forms and tools are free.

• National Hospice and Palliative Care Organization. Go to www.
nhpco.org, select “Professional Resources” and choose “Hospice Statistics 

and Research.” Select “End Result Outcomes Measure” to access data 
collection sheets for measurement of relief of pain within 48 hours of 

admission.

• Florida Department of Elder Affairs. Go to http://elderaffairs.state.
fl.us/english/hospice.php, access a copy of the state’s annual report of 

hospice outcomes, the data collection form, and information on the 
reporting program. 

SOURCES/RESOURCES
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collecting data, but as they worked with other 
measures included in the AIM Project, they discov-
ered some gaps in data collection, she says.

“We were collecting data on dyspnea but we 
discovered that different nurses were using differ-
ent dyspnea scales,” explains Lasseter. A team of 
clinical directors evaluated existing scales that are 
available to determine which tool best fit the hos-
pice’s need, she says. Once the team decided upon 
the NYHA for Respiratory Distress, forms were 
revised to include the scale along with a standard 
set of questions for assessment, she says. “The same 
questions with boxes to check for answers are used 
by all staff members,” she points out. “There is no 
subjective interpretation of the patient’s symptoms 
and everyone uses the same language to document 
so it is simpler to pull data.”

Anxiety is another symptom for which her hos-
pice collects information, says Lasseter. “Often 
social workers initially document anxiety as they 
perform their psychosocial assessment, but follow-
up notes to assess effectiveness of medication 
during the first two weeks after diagnosis may 
be made by any staff member,” she says. “It was 
difficult to collect the data when we first started 
because we had to read the entire record, looking 
for notes related to anxiety.” Not only was the 
information hard to find but every staff member 
used different language to document their assess-
ment, she adds.

“Our solution was to develop anxiety assess-
ment questions and place them in the same place 
on multiple forms used by social workers, nurses, 
certified nursing assistants, and chaplains,” 
explains Lasseter. Data collected from the tool 
allows Lasseter to identify how many patients 
are determined to have anxiety, what percentage 
receive treatment, and if the anxiety is improved 
within two weeks. “Staff members like this 
approach because it is much simpler for them to 
check boxes rather than write out a note.”  �

Building a younger  
volunteer base
Gen Y volunteers attracted by specific jobs

Volunteers are an important part of any hos-
pice program and efforts to build the num-
ber of volunteers is an ongoing effort. 

One group that is often overlooked as potential 

volunteers is Generation Y, people ages 16 through 
31, but they can be an important and energetic 
source of volunteers if you approach them the 
right way, according to Suzette Barta, PhD, Payne 
County Extension Educator for Community and 
Economic Development in Stillwater, OK. 

“This generation is a good source of volun-
teers,” says Barta. “Although they are often per-
ceived as self-centered, in reality, they care about 
causes,” she says. Gen Ys are affected by stories 
about children starving or disaster victims, she 
says. “Their heartstrings are tugged by stories 
about members of their own community needing 
help.”

One thing that all Gen Ys have in common is a 
need to take action, points out Barta. “This desire 
to ‘do something’ comes from their impatience and 
need for speed in their lives,” she explains. For this 
reason, this is not a group from whom you will 
recruit board members initially, she laughs. “They 
do not want to sit in long planning meetings, they 
need to be active.” Because board member or com-
mittee member positions don’t fit their needs, they 
don’t see them as status symbols the same way 
Baby Boomers do, she points out. 

Personal contact with members of Gen Y is best 
for recruitment, suggests Barta. Not only should 
you be specific with your initial request, but also 
be sure not to overwhelm the volunteer, she says. 
“Think of volunteer recruitment as dating,” she 
says. “You wouldn’t propose marriage to someone 
on the first date, so don’t ask someone to take on 
a major responsibility with their first assignment,” 
she recommends.

Find jobs that appeal to the potential volunteer’s 
interests and skills, says Barta. “Gen Y members 
are very technologically savvy, so asking them 
to handle your web site, set up a blog, or man-
age your Facebook page, is ideal,” she points out. 
Involve them in events that enable them to actively 
participate in set-up, implementation, and follow-
up, she says. “Give them activities that have real 
results they can see.”

Recognition for Gen Ys also differs from rec-
ognition normally given to other volunteers, 
points out Barta. “Baby Boomers are happy with 
an annual banquet and Gen Xers like personally 
written note cards, but Gen Ys want immediate, 
frequent feedback,” she says. “Remember, these 
people are always texting and using social media 
as a way to stay in touch, so you need to be pre-
pared to recognize them in the same manner,” she 
says.

Although it might be hard to imagine, the best 
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way to encourage a Gen Y who is helping at an 
event is to text him or her during the event and say 
“You’re doing great. I’m glad you’re here today,” 
says Barta. Don’t forget Facebook, either, she says. 
“Take photographs at the event, post them on the 
hospice Facebook, and tag your volunteers so their 

picture shows up in their news feed,” she says. “By 
including a note about how much they helped, 
you are giving the public, immediate feedback they 
need.”

Where do you find Gen Y volunteers? Barta 
suggests starting with your board members and 
other volunteers to identify people they know in 
the community. “Being personally asked to help 
out is appealing to Gen Ys,” she says. Other places 
include church youth and young adult groups, 
school community service organizations, and fra-
ternities and sororities at local colleges. 

Another key volunteer management tip for Gen 
Ys is not to micromanage them, warns Barta. 
“They want responsibility and they want to do 
their job but they don’t want a lot of supervi-
sion,” she says. “It is best to evaluate their skills 
and match them to a job that you think they can 
handle well,” she says. If you do see that they 
need direction, the best approach is to “get in 
the trenches with them,” she says. “They respect 
someone who joins them to show them how to do 
something rather than just tell them,” she explains. 

While Gen Ys will listen to suggestions or direc-
tion on a better way to perform a job, approach 
them informally with your input, Barta suggests. 
“Don’t call them into your office for a discussion, 
instead catch them in a hallway and say “can we 
add this to the project?” she says. The informal 
approach is less threatening and more collabora-
tive, which appeals to Gen Ys.

Remember that this is not a group that wants to 
sit in meetings, says Barta. “This trait does make 
orientation a challenge so hospices need to make 
sure their orientation program has breaks, includes 
activities not just speeches and videos, and even 
offers an on-line component,” she says. 

Although recruitment and retention of Gen Ys 
may require a few changes in a hospice volunteer 
program’s typical approach, the results are worth 
the effort, says Barta. “Gen Ys are good at multi-
tasking, they are energetic, and they are passionate 
about their interests.”  �

Generation Y at a Glance
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For more information about recruiting GenYs, contact:

• Suzette Barta, PhD, Payne County Extension Educator for Community 
and Economic Development at Oklahoma State University, University 
Cooperative Extension Service, 315 W. Sixth, Suite 103, Stillwater, OK 

74074. Tel: (405) 747-8320; fax: (405) 747-8323. 
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Mechanical Ventilation: 
A Marker of End of Life?
By Michael Young, MD

Synopsis: This study of outcomes among more 
than 50,000 elderly Medicare beneficiaries found 
that activities of daily living and mobility had dete-
riorated substantially more among those who had 
been hospitalized the previous year, and that only 
27% of those who had received mechanical venti-
lation were alive 1 year after hospitalization. 

Source: Barnato AE, Albert SM, Angus DC, et 
al. Disability among elderly survivors of mechani-
cal ventilation. Am J Respir Crit Care Med 
2011;183:1037-1042.

A recent examination of the Medicare data-
base illustrates that survival rates after 
in-hospital cardiopulmonary resuscitation 

(CPR) remained unchanged from 1992 to 2005.1 
In fact, the proportion of patients discharged 
to home after CPR decreased over time. These 
discouraging results occurred despite the numer-
ous improvements in CPR and ICU care and the 
development of Rapid Response Teams. Clinician 
response to these data that confirm poor outcomes 
after in-hospital CPR appears divided. One per-
spective is that these findings indicate a compelling 
need for additional research to develop more effec-
tive resuscitation techniques. An alternative view is 
that the outcomes of CPR will remain poor unless 
we limit the application of CPR to populations 
with a better chance of a good outcome. 

In a similar fashion, the long-term survival rates 
of elderly patients who require mechanical venti-
lation for acute respiratory failure appear disap-
pointing,2 despite many exciting advances in ICU 
care. These data may be at odds with the impres-
sion of many clinicians, patients, and families of 
the ability of mechanical ventilation to save the 
lives of our elderly ICU population. When artifi-
cial ventilation was first used 60 years ago during 
the polio epidemic in Scandinavia, the mortality 
rate of respiratory failure among polio victims 
dropped from 87% to 40%.3 These impressive 

results likely helped stimulate the growth of ICU 
care and the widespread application of mechanical 
ventilation. In the past two decades, a number of 
studies have identified patient characteristics that 
predict higher risk of death among populations of 
ICU patients who require mechanical ventilation. 
Less is known about the long-term functional 
status and quality of life of elderly survivors of 
mechanical ventilation.

The present study by Barnato et al of Medicare 
recipients who require mechanical ventilation adds 
to our understanding of outcomes of mechanical 
ventilation in the elderly beyond the dichotomous 
outcome of who lived vs. who died at the time of 
hospital discharge. Using data from the Medicare 
Beneficiary Survey from 1996 to 2003, Barnato 
and colleagues compared the level of disability in 
the following three groups of patients:  
1) patients requiring hospitalization without 
mechanical ventilation (n = 11,347), 2) patients 
hospitalized who received mechanical ventilation 
(n = 534) and 3) patients who were not hospital-
ized (n = 42,890). 

To compare disability levels between groups, 
the authors use a scoring system that relied on 
patient-reported mobility and the validated Katz 
Activities of Daily Living (ADL) Scale score, 
weighted from 0 (no disability) to 100 (completely 
disabled). Among patients who received mechani-
cal ventilation, only survivors were used in the 
study set. The authors also excluded both patients 
who resided in nursing homes at the time of study 
entry and patients enrolled in group health plans. 
Demographic information included age, sex, 
race, marital status, income, baseline cognitive 
score, ADL score, and mobility score. The not-
hospitalized patients were statistically significantly 
younger at 76 � 7 years (SD) vs. the hospitalized 
patients without mechanical ventilation at 78 � 7 
years, but similar to the hospitalized patients with 
mechanical ventilation at 76 � 7 years. The demo-
graphic baselines were otherwise similar for all 
three groups. The time interval between hospital 
discharge and post-hospital assessment for patients 
hospitalized with or without mechanical ventila-
tion was a mean of 128 � 96 and 162 � 102 days, 
respectively.

The main outcomes are summarized in Table 1. 
The ADL disability and mobility difficulty scores 
worsened among patients who were hospitalized 
without mechanical ventilation and deteriorated 
still further among patients who were hospitalized 
with mechanical ventilation. Among patients who 
were hospitalized with mechanical ventilation, the 
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death rate was alarmingly high at the time of the 
outpatient follow-up. Patients who died before 
the first outpatient follow-up evaluation were 
censored from analysis. Thus, the true propor-
tion of patients who died within days to several 
months after receiving mechanical ventilation is 
likely much higher than the 73% noted in Table 1, 
above. 

� COMMENTARY 

Limitations of this study include reliance on 
patient or family self-reported information to cal-
culate pre- and post-ADL and mobility scores. In 
addition, the time that the first assessment post-
hospitalization occurred varied. The authors also 
suggest that survivor bias and non-response bias 
likely underestimates the true magnitude of the 
post-hospitalization disability. The demographic 
information available to compare the baselines 
between the three groups is limited, raising the 
possibility that important baseline differences 
between groups exist but were not measured. 
Also these data do not provide insight into which 
patient factors predict a higher vs. lower risk of 
death and disability among patients who received 
mechanical ventilation. Finally, the number of 
patients in the group who received mechanical ven-
tilation is limited and the authors did not include 
sample size calculations to determine the number 
of patients required to avoid both Type I and Type 
II errors.

Despite its limitations, this study provides us 
with at least three important insights. First, it 
confirms previous observations that mechani-
cal ventilation in the elderly is associated with an 
extremely high risk of death within days to months 
of receiving mechanical ventilation. Second, this 
study indicates that elderly survivors of mechani-
cal ventilation are at great risk to suffer significant 
increases in disability. Third, this study should 
prompt investigators to examine populations of 

elderly patients who receive mechanical ventila-
tion for patient types most likely to benefit from 
mechanical ventilation and the type of clinical care 
that reduces the risk of death and significant dis-
ability among those who survive. 

This study also should stimulate physicians 
to be circumspect about reflexively providing 
mechanical ventilation for the elderly. The out-
come of mechanical ventilation in the elderly 
appears worse than the poor outcomes described 
when dialysis is initiated among residents of nurs-
ing homes.4 Although precise comparisons are not 
available, the risk of death and disability among 
elderly patients who receive mechanical ventilation 
appear grossly similar to the extraordinary risk of 
death and disability of patients who receive inpa-
tient CPR. 

If the goal of mechanical ventilation is survival 
for weeks to months after a stay in the ICU and 
return to pre-hospital baseline function, from a 
population perspective, mechanical ventilation 
is largely a failed therapy. Clearly, we need bet-
ter science so we may identify the elderly patients 
most likely to benefit from a trial of mechani-
cal ventilation and a better understanding of the 
clinical care required to improve the outcomes of 
elderly patients who receive mechanical ventila-
tion. Arguably, an even higher priority is to pro-
vide elderly patients, their families, and clinicians 
with viable alternatives to mechanical ventilation, 
which is so often associated with death within 
days to weeks, or possibly worse, survival with 
great disability.  �
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Table. Functional outcomes and mortality among elderly Medicare beneficiaries.
  Hospitalization, no Hospitalized with 

 No hospitalization mechanical ventilation mechanical ventilation

 (n = 42,890) (n = 11,347) (n = 534)

ADL disability score (95% CI) 6 (5-6) 15 (14-16) 23 (19-29)

Mobility difficulty (95% CI) 22 (22-22) 38 (37-39) 46 (43-50)

Dead at 1 year follow-up (%)* 3,831 (9) 2,717 (24) 387 (73)

* Censored from analysis were patients who died before first outpatient follow-up interview, which occurred in the fall post-discharge 

from the hospital.

Key: ADL = activities of daily living; CI = confidence interval.
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Do Family Rounds 
Improve Satisfaction?
By Leslie A. Hoffman, RN, PhD

Synopsis: Involving family members in ICU 
rounds improved satisfaction in some areas, such 
as physician communication and decision-making 
support, but failed to improve overall family  
satisfaction.  

Source: Jacobowski NI, Girard TD, Mulder JA, 
et al. Families in critical care. Communication in 
critical care: Family rounds in the intensive care 
unit. Am J Crit Care 2010;19:421-430. 

Communicating with family members in a 
manner that insures satisfaction with the 
information received, assists in reducing 

distress, and supports decision-making is chal-
lenging. This study was conducted to determine 
if incorporating family input into daily rounds 
would enhance communication and facilitate 
end-of-life decision-making, when appropriate. 
Subjects were family members of 227 patients 
admitted to a medical ICU in an academic medi-
cal center. Family rounds were added to daily 
rounds using two additional steps. After the usual 
format, which incorporated updates from nurs-
ing, the intern, resident, and fellow, and teaching, 
the attending physician provided a progress sum-
mary for family members in lay language and the 
opportunity to ask questions. Up to two family 
members were included. If questions were exten-
sive, members were invited to meet with the team 
after rounds. Family members were surveyed by 
telephone 1 month after discharge (survivors) or 
3-5 months after discharge (if the patient was 
deceased) using a validated questionnaire. Family 
members of patients admitted before the imple-
mentation of family rounds served as the com-
parison group. 

For survivors, participation in family rounds 
increased satisfaction regarding frequency of 
communication with physicians (P = 0.004) and 
support during decision-making (P = 0.005). 
However, there was no improvement in overall 
satisfaction scores. For families of non-survivors, 
there was no improvement in overall satisfaction 
ratings or any item.  

� COMMENTARY 

There is broad consensus that state-of-the-
art care in the ICU includes support for family 
members as they attempt to cope with stress 
inherent in the ICU experience. The challenge 
is finding a means to provide comprehensive, 
timely, ongoing support that is sufficient to meet 
family needs. The investigators conceived the 
approach tested in this study — incorporating 
family input into daily interdisciplinary rounds 
— as a means to insure that families would 
receive a daily update, have the opportunity 
to ask questions, and receive this information 
in a consistent manner from one individual, 
the attending physician. The intervention also 
included the opportunity for more extended dis-
cussions at another time if all questions could 
not be answered during rounds. The process was 
viewed as an efficient means of insuring that 
updates were provided on a daily basis and goals 
were shared when multiple members of the man-
agement team were together. 

As with many interventions designed to 
improve family satisfaction, this approach met 
with uneven success. There was no change in 
ratings of satisfaction for families of patients 
who died during the ICU admission. For survi-
vors, some areas improved, such as frequency 
of communication with physicians and support 
for decision-making. However, neither group 
rated “overall satisfaction” higher as a result of 
the intervention. Searching for explanations, the 
investigators cited several reasons: high initial 
satisfaction ratings (leaving limited room for 
improvement), few items targeted as issues likely 
to be affected by family rounds, and work/life 
challenges that prevented many family members 
from participating. While study findings did not 
prove the intervention to be a resounding success, 
the process tested does provide an efficient means 
to insure daily family updates and should, there-
fore, be considered as a means to support families 
during this experience.  �
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Long-term Psychological 
Effects of Critical Illness
By Saadia R. Akhtar, MD, MSc

Synopsis: This observational study noted that 
critically ill patients provided with clinical psycho-
logical support during their ICU stay had less anxi-
ety, depression, and post traumatic stress disorder 
at 1 year post-discharge compared to historical 
controls.

Source: Peris A, Bonizzoli M, Iozzelli D, et al. 
Early intra-intensive care unit psychological inter-
vention promotes recovery from post traumatic 
stress disorders, anxiety and depression symptoms 
in critically ill patients. Crit Care 2011;15:R41.

The authors investigated whether intra-ICU 
clinical psychological support could impact 
anxiety, depression, and post-traumatic 

stress disorder (PTSD) rates in patients 1 year 
after ICU discharge. This was a single-center study 
focusing on patients with major trauma (defined 
by injury severity score > 15) as the primary rea-
son for ICU admission. Inclusion criteria were: age 
18-75 years, ICU length of stay (LOS) > 72 hours, 
mechanical ventilation, ability to be interviewed 
during ICU stay, and absence of pre-existing psy-
chiatric illness or drug abuse. The study period 
spanned about 4 years from 2005 to 2009 (the 
first 2 years for historical control data; the second 
2 years for intervention). The psychological inter-
ventions provided are described as “educational 
interventions, counseling, stress management [cog-
nitive and emotional restructuring], psychological 
support, coping strategies designed to ease the 
management of anxiety, depression, fear, hope-
lessness …” These were provided several times 
a day by clinical psychologists who were avail-
able in-house from 12 a.m. to 4 p.m. and also by 
other ICU staff. Similar but separate interventions 
were administered to patients’ family members. 
Validated standard questionnaires were used 
for assessment of PTSD (Impact of Event Scale 
Revised, IESR), anxiety and depression (Hospital 
Anxiety and Depression Scale, HADS), and quality 
of life. 

In the 4-year study period, 376 patients met 
inclusion criteria and, of these, based on availabil-
ity and willingness for interview and follow-up, 
86 were enrolled in the control arm and 123 in 
the intervention arm. The two groups were well 

matched in demographic and diagnostic features as 
well as ICU course and LOS. At 1 year after ICU 
discharge, patients in the intervention group were 
less likely to have anxiety or depression by HADS 
score, but results did not reach statistical signifi-
cance. They were significantly less likely to have 
PTSD (21% vs. 57%) or need anxiolytics or anti-
depressants; they also had better overall subjective 
assessment of quality of life. Logistic regression 
with some predefined variables and some selected 
post hoc variables found no clear predictors of 
long-term anxiety, depression, or PTSD; small 
associations with Glasgow coma scale at admis-
sion and ICU discharge were noted.

� COMMENTARY 

Psychological effects of critical illness and 
ICU care are an extremely important, but poorly 
understood and studied aspect of intensive care 
medicine. Rates of PTSD are high though variable, 
estimated at 20% in one meta-analysis of 15 stud-
ies of general ICU populations, 28% in survivors 
of acute lung injury and upwards of 60% in other 
reports.1 Symptoms such as long-term anxiety and 
depression are similarly commonly noted. Thus 
Peris et al are to be commended for considering 
this issue and trying to provide an intervention 
that may improve psychological outcomes after 
critical illness; they are the first investigators to  
do this.

The study has several limitations. One key 
deficiency is that the interventions provided are 
not clearly defined or documented in the report, 
either in terms of the methods or the time spent 
per patient and family member; this will make it 
difficult for others to repeat the study or apply 
the interventions. There are several issues with the 
study design that limit the accuracy, validity, and 
utility of the results; use of historical controls, lack 
of a priori planning of sample size, thus inadequate 
powering for assessment of outcomes and predic-
tive factors for anxiety, depression, and PTSD, and 
absence of specific data about sedative and analge-
sic use are some examples. There are considerable 
differences in the rates of PTSD observed in the 
historical controls here compared to rates reported 
for trauma ICU populations in other publications; 
as a result, the observed treatment effect may be 
exaggerated. 

Despite these issues, this remains an important 
and at least hypothesis-generating pioneer study; it 
suggests that there may be some positive outcomes 
from early psychological support/intervention for 
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patients and families in the ICU. It also reminds 
us that considerable additional work is needed to 
understand the factors that predispose or contrib-
ute to the development of anxiety, depression, and 
PTSD in critically ill patients; targeted interven-
tions based on such data may be most effective. I 
can only hope that there will soon be several more 
robustly designed investigations into this topic 
that will provide clear answers and direction to 
guide preventive care. In the meantime, I suggest 
we continue to acknowledge the short- and long-
term psychological side effects of critical care and 
provide as much general support as possible to our 
patients and their families.  �
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Disaster relief: Helping 
hospices recover

As people throughout the nation struggle to 
recover from tornadoes, floods, and other 
weather-related emergencies, the National 

Hospice Foundation (NHF) is making funds avail-
able to support state organizations as they respond 
to recovery efforts of providers at the local level.

NHF’s Disaster Relief Fund was established to 
aid the hospice community when disaster over-
whelms regularly available resources. In the past, 
the Disaster Relief Fund made grants to support 
recovery efforts following Hurricane Katrina, the 
Haitian earthquake, the flooding in Tennessee 
last year, and tornado destruction in Alabama 
only weeks ago. The Fund also supports grief and 
bereavement programs to foster community heal-
ing following traumatic events.

Donations to the fund can be made at: www.
nationalhospicefoundation.org/disasterrelief.  �

Free implementation 
toolkit available

A new publication to help with the imple-
mentation of Concurrent Care for Children 
Requirement (CCCR) is available at no 

cost on the National Hospice and Palliative Care 
Organization (NHPCO) web site. 

The toolkit provides information on the options 
available to states that are implementing CCCR, 
which provides for children younger than age 21 
who have been diagnosed with a life-limiting ill-
ness and who are eligible for Medicaid or the 
Children’s Health Insurance Program to receive 
hospice and palliative care services while receiving 
disease-modifying treatments. 

To access a copy of Concurrent Care for 
Children: Implementation Toolkit, go to www.
nhpco.org/pediatrics and select the publication 
under “Policy.”  �

NHPCO Position 
Statement on Ethical 
Marketing Practices

A position statement and commentary, 
Hospice and Palliative Care: Ethical 
Marketing Practices, was recently 

released by the National Hospice and Palliative 
Care Organization (NHPCO). Approved by the 
NHPCO board of directors, this document rein-
forces the need for hospice and palliative care pro-
viders to utilize ethical marketing practices, which 
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in turn, will ensure trust and support among those 
being served.

Ethical behavior exemplifies the foundational 
hospice values of service, respect, excellence,  
collaboration, and stewardship. These values  
can both inspire and challenge end-of-life profes-
sionals as they promote services available in the 
community. 

“Hospice and palliative care providers are car-
ing for individuals and families who may be par-
ticularly vulnerable as they cope with serious and 
life-limiting illness. The highest ethical practices 
and standards are necessary from every single  
provider in the industry — with no exceptions,” 
said J. Donald Schumacher, NHPCO president 
and CEO. 

“This position statement will help providers to 
establish accountability for sound ethical practices 
as they engage in marketing efforts and business 
development,” he added.

Key components

NHPCO’s position statement focuses on six key 
components: 

1. Access to Care 
2. Competition 
3. Customer Service Excellence and Boundaries 
4. Hospice and Palliative Care Organizations as  

 Referral Sources 
5. New Trends in Marketing and    

 Communication 
6. Traditional Media Marketing 

NHPCO strongly believes that sound ethical 
practices are an essential component of quality.

The statement stresses that responsive admis-
sions systems and personnel that meet patients’ 
and referral sources’ needs are hallmarks of 
service excellence. NHPCO further states that 
marketing practices should be evaluated and 
monitored frequently to avoid unethical decisions 
and behaviors. 

NHPCO hopes the document serves as a cata-
lyst for dialogue within and among organizations 
that provide hospice and palliative care — a dia-
logue that will support and reinforce ethical stan-
dards of practice.

For full text of the NHPCO Position Statement 
on Ethical Marketing Practices, please see: http://
www.nhpco.org/files/public/NHPCO_Ethical_
Marketing_Statement_June11.pdf.  �


