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CHAPTER 3: WHO TO INTERVIEW AND WHAT QUESTIONS TO ASK.

Overview: This chapter offers specific advice related to what questions to ask
staff members, who to ask, and how to interpret the information provided to help you, the
consumer, make an informed decision about a dementia care setting.

Several consumer guides list questions you should

. . ask staff when visiting nursing homes, and these questions
ur focus, instead, is . . .. . .
are equally applicable to dementia care units in residential
on two areas that e . . . « s
. . care facilities. We list these guldes in the “other resources
we believe are particularly . . ..
. . section at the end of chapter 5. We will not revisit these
relevant for residents with . . . .
! questions here, and you might find these other guides to be
dementia and that allow you to Ca . .
e helpful in different ways. Our focus, instead, is on two areas
distinguish between excellent . . . .
o0 that we believe are partlcularly relevant for residents with
facilities and those that are . e
: dementia and that allow you to distinguish between excellent
merely typical, or average: el .
facilities and those that are merely typical, or average: nurse

nurse aide staffing levels and

aide staffing levels and satisfaction with care. We provide

satisfaction with care. . , .
specific advice about what questions to ask, whom to ask,

and how to interpret the information provided by the staff.
To further help you, the consumer, understand how to
interpret responses from staff interviews, we also provide a
scoring system that allows you to summarize the information into an overall quality score for each of the
two areas.

Direct Care Staff: Nursing Assistants or Technicians

Certified nursing assistants (CNAs) or certified nursing technicians (CNTs) provide the majority
of daily care to residents. This daily care includes, but is not limited to, the following: help with getting
in and out of bed; dressing and grooming assistance, which includes helping with oral hygiene and
bathing; mealtime assistance, including feeding, and provision of snacks between meals; incontinence
care and help with using the toilet or bedpan; transport to social activities and other appointments
(e.g., the beauty shop); changing of clothes and bed linens as needed; and repositioning and turning for
residents at risk for skin breakdown.

The overwhelming majority of nursing home residents, in particular those with dementia,
require staff assistance in multiple areas of daily care. Similarly, an estimated 60% to 90% of dementia
care residents within residential care settings require such assistance. In addition, both nursing home
and residential care residents with dementia experience significant decline over time in their ability to
perform daily tasks on their own such as eating, going to the toilet, getting out of bed, and dressing.
Because of the high daily care needs of residents with dementia, regardless of the care setting (nursing
home or residential care), many experts believe that the number of and quality of training for nurse aides
and technicians (or other similarly trained staff who assist residents with daily care activities) constitute

the most important determinants of care quality. In fact, research suggests that a staff-to-resident ratio
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of one staff member to every 5 to 7 residents is necessary to provide all aspects of daily care. Ideally, this
level of staffing should be present during both the day (typically 7am - 3pm) and evening (typically 3pm
-I1pm) due to the continued need for mealtime assistance, incontinence care, and getting into bed that
occurs during the evening. Minimally, extra staff should be available for some portion of the evening (e.g.,
5pm - 8pm) for mealtime and bedtime care. Many facilities have fewer staff members available during the
evening than during the daytime. Dementia care units should maintain higher levels of nursing assistant
and technician staffing both during the day and evening shifts relative to the rest of the facility or units.

Most guides recommend you ask about staffing levels and training but do not provide specific
advice about whom to ask or how to interpret information from staff interviews. These are very
important considerations because it is easy to get staffing information that may be misleading or difficult
to understand in terms of its implications for care quality.

With regard to whom to ask about staffing, we suggest that you talk directly to nurse aides
or those staff members otherwise responsible for providing assistance with daily care needs — some
facilities, in particular, residential care facilities, may have another term for these staff members (e.g.,
care partners). Ideally, you want to talk to direct care workers privately, away from licensed nurses or
the administrator. You should ask the person who is giving you a tour of the facility if this is possible.
If not, then ask to interview some direct care staff members while a supervisor is present. The bottom
line is that the individuals who provide the most direct care to the residents are in the best position to
tell you about their workload. In our experience, their reports are usually more accurate than those of
administrators or supervisors, and even more accurate than the information reported on the CMS Web
site (see Chapter 2. Staffing Levels). What these other information sources sometimes fail to take into
account—but that the line staff will report—is that some facility staffs end up working “short-staffed”
due to unexpected absenteeism or because supervisors do not routinely schedule adequate numbers of @
direct care workers every day or for all shifts. For example, weekends are more likely to be short-staffed
than weekdays and evening and night-time shifts are more likely to be short-staffed than daytime shifts
due to unexpected absenteeism or poor scheduling of staff.

Below are suggested questions to ask nurse aides or other staff members who provide direct,
hands-on daily care for residents with dementia. This staff interview is also shown in Appendix A to
allow you to more easily take a copy with you to the facility. To start, you want to know how long
the person has worked in the facility, whether he or she is a routine staff member, and what days and
shifts the person usually works. Questions I-4 will help you gather this information, which will give
you an idea of how familiar the staff member is with the residents and staffing levels and which days
and shifts the person’s answers represent. If possible, you want to talk to routine staff members (as
opposed to temporary or on-call personnel) and you want to talk to more than one staff member. For
instance, you might talk to one staff member who works day shifts and one who works evening shifts;
or one who works weekdays and someone else who works weekends. We recommend that, if possible,
you visit during the late afternoon so that you are present for both the day (typically 7am to 3pm) and
evening (typically 3pm to ITpm) shifts. This way, you can approach different staff members during a
single visit. It isn’t absolutely necessary to talk with several staff members, but doing so will give you a
better idea of how consistent staffing is across different days and shifts. Remember: the more consistent
the staff, the better it may be for your loved one. Typically, the day shift (7am to 3pm) during weekdays
tends to be the highest staffed, so it is important to interview at least one staff member who works
either evenings or on weekends as well. Staff members should be willing to talk to you and answer any
questions you have about staffing and other care quality issues. If staff members appear uncomfortable

or apprehensive about talking to you, it may indicate problems within the facility.
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Appendix A. Nurse Aide Staffing: Questions, Scoring Guide, and Rationale

Approaching Staff for an Interview:

Introduction: “Hi, I am a family member and I am considering placing my relative in this
facility. I would like to ask you a few questions about your work experience here. It
should only take about 10-15 minutes. Would that be okay?”’

1. How long have you been working here?

() Lessthan I year [] I.2years [_] More than 2 years

2. Are you a routine staff member or a temporary (“on call”) staff member?
(J Routine (works weekly)

(d Temp/On call (works once a month or less in this facility)

3. What days of the week do you usually work?

(J Weekdays (] Weekends [_] Both weekdays and weekends

4. What time periods (“shifts”) do you usually work?

] Day (7am-3pm) J Evening (3pm-11pm) (J Night (I1Ipm-7am)

Note: Some facilities have staff work I0 or 12-hour shifts in which case 7am-7pm is considered
“day/evening” and 7pm-7am is considered “night”.

Questions and Scoring Guide:

Listed below are IT total questions that you can ask, along with the most common possible
responses, to each question. We also indicate how each possible response should be scored for questions
I-T0. Please note that question IT is not scored. There are 14 total points possible.

1. How many residents are you assigned today? (Allow staff member to give you a number

without offering them the response options below directly)




| ® |
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QO IT or more residents (0 points, low staffing)
O 8 to 10 (I point, average staffing)

Q7 or fewer (2 points, high staffing)

2. How many residents are you usually assigned? (Allow staff member to give you a number
without offering them the response options below directly)

W I or more residents (0 points, low staffing)
O 8 to I0 (I point, average staffing)

Q 7 or fewer (2 points, high staffing)

3. Are you usually assigned to the same residents or does your resident assignment

change often?

@ d Assigned residents changes daily or weekly (0 Points) @

d Usually the same residents (I point)

4. How often do you “work short” — that is, take care of more residents because a co-
worker doesn’t show up and there is no one to replace that person?

W Often: At least once a week or more (O points)
W Occasionally: Once-Twice a month (I point)

O Rarely, less than once/month (2 points)

5. Are there other staff members who assist with some aspects of daily care? (e.g.,
restorative nurse aides who assist with walking and other mobility exercises; hydration
technicians who offer residents additional foods and fluids between meals?

O Yes (I point) 4 No 0 points)

| ® |
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6. Have you received any additional special training related to dementia care beyond
the training you received to be a nurse aide? 1 Yes (I point) 1 No (0 points)

7. Ifyou are providing care to a person with dementia who can still talk to you, but
he or she does not always make sense, how do you know when or if the resident
needs assistance? (Allow staff member to respond without providing the specific response
options below, which reflect the most typical responses)

U Careis provided on a routine schedule and/or we know what residents want. (0 points)
1 Residents are asked multiple times per day what they need or want. (I Point)

U Careis provided both on a routine schedule and by asking resident multiples times per day
what they need or want. (I point)

8. Ifyou are providing care to a person with dementia how do you know if the
person is in pain? Score I point each (for a total of 2 points) if the staff member says that
residents are asked directly about pain on a daily basis and other signs of pain or discomfort are
acknowledged for residents who are completely unable to communicate verbally.

QO Refers to medical chart for pain-related diagnoses and routine pain medications because
resident is unable to tell staff about his or her pain; and/or, the staff is already aware of who has

pain. @ points)
O Asks resident directly on a daily basis when providing other routine care. (I point)

O Pays special attention to the non-verbal body language of residents who are completely non-
communicative (in the late stages of dementia). Non-verbal indicators of pain or discomfort

include facial grimacing, moaning and groaning, and other signs of agitation or aggression. (I

point)

9. Ifyou are providing care to people with dementia, how do you determine their
preferences for when they want to get out of bed, what they want to wear, and
where and when they want to have their meals? Score I point if the staff member says
that he or she asks residents directly each day what they want or otherwise offers residents a
choice among reasonable options.

U Refers to the residents’ care plans or medical records to determine preferences or asks the

residents’ family members. (0 Points)




A CoNSUMER GUIDE FOR CAREGIVERS

U Asks the residents each day what they want or offers them options. (I point)

W Both refers to care plans and medical charts and asks residents each day about their
preferences. (I point)

10. During mealtimes, how do you determine whether a resident might want

11.

something different to eat than what he or she is given initially? Score I point if the
staff member indicates that either a resident can make a request or the staff member offers to get
the resident something else when he or she notices that the resident is eating poorly.

U The menu is Posted along with the alternatives available each day or at each meal. (O points)
U Residents make their menu choices in advance. (0 Points)

W I will offer other meal choices if the resident is complaining about the meal or makes a
request for sometln'ng)r different. (I Point)

 If I notice that a resident is not eating well, I will offer to get him or her something else and
will let the person know what options are available. (I point) @

Is there anything else you think I should know about this facility and the care
provided here that would help me to make my decision? Answers to this optional
question are not counted in the scoring. You may also use this question to ask about some aspect
of care that might be specific to your loved one such as, “my relative likes to stay up late at night.
Will he be allowed to do so here?”

Total Score: Add the points for questions 1-10, which will yield a total score of 0 to 14 points.

4

a
4
4

I0 or more points = Excellent
7-9 points = Above Average

4-6 points = Average;

0-3 points = Below Average
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Scoring Rationale

Questions I and 2 - Staff workload: The “average” nurse aide workload in most nursing homes
ranges from 8 to I0 residents during the day and from I2 to I5 residents during the evening. There is
solid research and strong clinical evidence, however, that staff members responsible for direct care to
residents (e.g., nurse aides) can provide good quality care only if each worker is assigned 7 or fewer
residents. Facilities often justify higher nurse aide workloads by contending that their residents are less
physically dependent on the staff for care or that staff members in their facility work more efficiently.
Research evidence that supports 5 to 7 residents to one nurse aide as the most optimal assignment,
however, takes into account that the typical nursing home serves residents, including those with
dementia, who present with a range of care needs. It also assumes that the staff works at an optimum
level of efficiency. Thus, an assignment of 7 or fewer residents is reasonable for ensuring optimal care
quality, especially for dementia care facilities.

Questions 3- Consistent staff-resident assignment: Family members and residents generally

prefer that nurse aides consistently provide care to the same group of residents on a daily basis. Such
“consistent assignment” makes it easier for family members to communicate with the staff about care
issues and residents’ preferences and is also conducive to ensuring better care quality through familiarity.
Thus, numerous dementia care advocacy groups strongly support the idea of consistent staff-resident
assignments. While there is relatively little research that examines the benefits of consistent assignment,
we have included this practice as an important quality measure because families tend to prefer it and
because of the widespread expert consensus that a good facility incorporates this in their staffing model,
especially for dementia care services.

Question 4 — Working short-staffed: Nurse aides often have to take responsibility for extra residents
due to unexpected staff absenteeism. Most facilities have an “on call” or “temporary staff” system in
place to cover absentees, but this system does not always work properly (e.g., a replacement worker

may not be available). As a result, there is often a gap between the number of staff members scheduled
to work on a given day or shift and the number who are actually present. Working “short” can be

a common problem that interferes with the staff’s ability to provide good care on a consistent basis,

so you should be aware of how often it occurs in the facilities you are considering. If a staff member
reports being assigned to care for more residents on a given day (Question I: “How many residents are
you assigned today?”) than he or she is usually assigned (Question 2: “How many residents are you
usually assigned?”), then you have a good indication that the staff is, in fact, working short on the day
of your interview.

Question 5 — Other staff: Facilities with “average” nurse aide staffing levels may augment these levels
by using other types of staff members for certain tasks or during certain times. For instance, dietitians
might help at mealtimes or the social worker might assist residents to afternoon activities. This “‘extra”
assistance can be very helpful and can really make a difference in care quality if routinely used. The
presence and assistance of additional staff members during any portion of the day or for any aspect

of care that would otherwise be the sole responsibility of the nurse aide is helpful because it gives the
nurse aide more time to perform other assigned care tasks. Some common extra staff include “hydration
technicians” who take responsibility for supplement and snack delivery between meals and “restorative

nurse aides” who take responsibility for walking assistance and other exercises.
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Question 6 — Specialized dementia care training: Nurse aides will often say that “dementia care”
was part of their initial training, but many experts contend that the total number of educational hours
required to become a certified nursing assistant—usually 75 to 100 hours, depending on the state—is
too low for any aspect of care, so the portion of total training designated to dementia care is likely to be
very small. Given this, you should find out how much additional training specific to dementia care the
nurse aides have received. This information is especially pertinent for staff members who are routinely
assigned to a “dementia care unit” or who work in a residential care facility that specializes in dementia
care. Feel free to ask staff members to describe the amount (i.e., the number of hours) and content

of this additional training. Training content should include how to effectively handle residents with
problem behaviors (e.g., socially inappropriate behaviors, verbal or physical aggression, resistance to care,
wandering) and also how to communicate with residents who have dementia in a manner that encourages
their independence, to the greatest extent possible (e.g., providing verbal cues and prompts instead of
physical help) as well as reduces the likelihood of agitation (e.g., short, simple instructions in a calm tone
of voice).

Question 7 — Staff communication about need for assistance: Staff members may report that they
either provide care in a routine manner each day (e.g., residents are always assisted out of bed around
the same time each day, served meals at the same time and in the same location daily) or, alternatively,
they wait for residents to notify them of their care needs (e.g., via the call light or direct requests for
assistance). Though such practices may seem reasonable, they are not desirable because residents with
dementia are often too confused to ask for help when they need it. Also troubling is any staff report

that implies that it is not useful to ask residents with dementia what they need or want because these
residents are unable to express their preferences. On the contrary, studies have shown that many
residents with dementia are capable of expressing their preferences for care, in particular simple aspects @
of daily care such as when to get out of bed and what to wear. Staff members should routinely be asking
residents about their care preferences unless a resident is completely unable to communicate. Choices
should be offered by staff in a way that the resident can understand and which is feasible for staff to

do (e.g., offer a choice between getting up now or in 30 minutes, or offering a choice between eating
breakfast in bed or the dining room).

Question 8 — Staff assessment of pain: Many staff members rely on either medical record
documentation of pain-related diagnoses (e.g., osteoarthritis, osteoporosis, cancer, or a recent fracture)
or prescribed routine pain medications as a primary indicator that a particular resident has pain. In
addition, nurses rely on residents’ self-report of pain and requests for medication. Based on these
information sources, nurses often assume that they are well aware of who has pain and who doesn’t
and, thus, they often dismiss the importance of routinely asking residents, especially those with
dementia, about their pain status. Ideally, staff should ask residents directly on a daily basis simple,
direct questions about pain (e.g. ,”Do you have pain anywhere right now?” or “Are you in any pain
right now?””) because a resident’s pain status may change from day to day or even within the same day.
Studies show that most residents with dementia remain capable of expressing pain or discomfort. For
this reason, experts recommend that all residents be asked daily about their pain unless a resident

is completely unable to communicate verbally. For residents who are in the late stages of dementia

and completely non-communicative, staff members should report to you that they pay attention to the
residents’ non-verbal body language such as facial grimacing, moaning and groaning, and other signs of
agitation or aggression that might be indicative of pain or discomfort.

Question 9 — Staff determination of resident’s daily care preferences: Most commonly, staff

members simply refer to a resident’s “care Plan” or other medical record documentation to determine
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the resident’s daily care preferences (e.g., when the person likes to get out of bed, where he or she likes
to eat breakfast, etc.). The problem with this approach is that residents’ daily care preferences are
often not well documented by staff (e.g., preference questions were not asked at all due to the resident’s
dementia) and preferences are often only assessed—if assessed at all—at one point in time (typically
upon first admission to the facility). The important point here is that staff members should recognize
that residents’ preferences can change daily and so residents should be asked directly each day what
they want or, alternatively, should be given reasonable options to choose from (e.g., “Do you want to
have breakfast in bed or in the dining room this morning?”’). These practices facilitate care provision
consistent with a resident’s preferences. Again, staff should not assume that residents with dementia are
unable to express their preferences, especially for simple aspects of daily care such as when to get out of
bed, where to have breakfast, and whether or not they want to attend a scheduled activity.

Question I0 — Mealtime alternatives: All nursing homes are required to post the menu for the day
and make at least one alternative menu item available to each served meal. Some facilities also will ask
residents to select their menu choices in advance, either the day prior to a meal or as much as one week
in advance. Unfortunately, neither of these approaches works well for residents with dementia because
they are often unaware of the menu options available to them and may forget what they requested day(s)
prior to a meal. They may also simply change their mind once the meal is served (e.g., chosen meal might
not look appealing or taste good once served). The key point is that staff members should notice whether
a resident is eating poorly or otherwise appears to not like the served meal and, when this occurs, should
offer to get the resident something else to eat; residents, especially those with dementia, often do not
make requests on their own. (Note: You can further assess staff assistance at mealtimes using direct
observations of mealtime care. Refer to Chapter 4).

Questions 7-10: In general, studies have shown that older adults with dementia rarely make requests
for care or otherwise complain about care, even when facility staff do not provide care in a timely
manner or according to the resident’s preferences. In short, many residents, but especially those with
dementia, tend to be very passive recipients of care — even poor care — for a number of reasons, including
depression or not wanting to be viewed by staff as someone who complains. Thus, it is critical that staff
members recognize the importance of giving each resident numerous opportunities for care and choice
throughout the day. If a staff member waits for a resident to request care or complain, then hours could
go by with no staff attention to a resident who really needs it.

Consumer Satisfaction Surveys: What You Need to Know

Many facilities (both nursing homes and residential care facilities) assess family and resident
satisfaction with their services and some facilities make this information available to consumers. It
is most common for only family satisfaction to be assessed but a few facilities also include residents
and sometimes staff members as well. Feedback from both residents and families regarding their
care experiences is important; thus, it is not a good sign if the facility does not have a system in place
to assess consumer satisfaction. However, satisfaction information can be misleading to both facility
managers and families who attempt to use it to evaluate care quality. The most common reason why
consumer satisfaction information can be misleading is because the primary intent of many facilities
when conducting “satisfaction surveys” is to use this information for publicity purposes; that is, facilities
want to report high satisfaction rates as a way to attract more people to their facilities. As a result,

you will often see this information highlighted in facility handouts, such as “98% of families report
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being very satisfied with our care!” Thus, most facilities that voluntarily share this information with
consumers generally report very high rates of satisfaction. As a consumer, you should be cautious about
assuming that high satisfaction ratings for a specific facility are either unique or reflect better care
quality. Additional reasons why satisfaction information should be interpreted with caution include the
following:

) Facilities assess consumer satisfaction infrequently (only once per year or less).

} PFacilities often vary in the type of surveys they use, which makes it difficult to compare one
facility to another on “satisfaction” ratings.

) Survey questions tend to be very general. For example, a commonly used question asks,
“Overall, rate how satisfied you are with the care your relative receives.” Possible ratings often
range from “very dissatisfied” to “very satisfied.” This, and similarly general questions, are not
helpful in identifying specific aspects of care that need to be improved, even if consumers report
being “very dissatisfied.” Moreover, research shows that families tend to report higher rates
of satisfaction to such general questions. By comparison, they report lower rates of satisfaction
when asked about specific aspects of care (e.g., attractiveness of the facility’s food; the facility’s
laundry service and frequency of lost items; bathing schedules; visiting hours).

) Many facilities have a very low “return rate” for these surveys. Some facilities selectively ask
only a small proportion of families to complete the survey, So the results represent only a very
small group of families.

) Residents are often not surveyed at all due to an assumption by the staff that any resident with @
dementia cannot reliably report his or her satisfaction with care. In fact, many residents with
mild to moderate cognitive impairment are capable of reporting their satisfaction with care
as long as specific, simple questions are asked (e.g., “Do you like the food here?”, “Are there
activities that you enjoy?”, “Are you able to get out of bed and return to bed when you like?”).

All of the above reasons combine to create satisfaction
survey information that is not very informative and may even
be misleading to both consumers and dementia care staff.
he important point A much better approach is for the facility staff to make a

et @the primary genuine effort to monitor care quahty on an ongoing basis

interest of facility staff should for “quality improvement” purposes based on both resident
and family member perspectives. Facilities should also ask

be on identifying specific

aspects of care that Potentially staff members for their suggestions for improvement. The

need improvement  so that important point is that the primary interest of facility

they—the staff members —are staff should be on identifying specific aspects of care that

aware of any issues or Problems potentially need improvement so that they—the staff

AT O o B members—are aware of any issues or problems that need to

routine basis — not just once a be addressed on a routine basis — not Just once a year. In

year. fact, a facility that has good systems in place for routinely

assessing resident and family satisfaction with care might
even have lower satisfaction ratings related to at least some

aspects of care precisely because they are actively asking
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families and residents to identify areas in need of improvement. For example, a useful survey might have
questions about specific aspects of care that are important to families such as, “Have you experienced
any problems with your relative’s belongings being lost or misplaced?” or “Does your relative seem to like
the food here?”. The questions below are designed to give you an idea of how specifically and routinely
satisfaction with care is assessed within a facility. These questions should be posed to either a facility
administrator and /or public outreach person. The admissions coordinator should be able to direct you

to the right staff member for questions related to satisfaction information. The below Satisfaction
Assessment Interview Guide also is shown in Appendix B.

Appendix B. Satisfaction Assessment: Questions, Scoring Guide and Rationale
1. Does the facility conduct a satisfaction survey?
Q' No and/or unable to provide a copy of the survey showing the questions (0 points)

W Yes and able to provide a copy of the survey showing the questions (T point)

IF NO to Question #I, discontinue the interview. Facility receives 0 total points.

2. How often does the facility conduct satisfaction surveys?

1 Less often than once per year (0 points)

W At least once per year or more often (I point)

3. Does the facility survey both residents and family members?

O Yes, but unable to show you recent survey results (0 points)

QO Yes, surveys one group and able to show you recent survey results (I point)

QO Yes, surveys both groups and able to show you recent survey results (2 points)
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4. What percentage of families and/or residents provided survey information based
on the most recent survey?

L Less than 50% of families responded and/or surveys were not mailed to all families and/
or less than 25% of residents responded and/or all residents with dementia were excluded (0
points).

W More than 50% of families responded and surveys were mailed to ALL families of current
residents (I point).

W More than 25% of residents responded and only residents with moderate to severe dementia
were excluded from the survey (2 points).

5. Are there any survey questions that ask about specific ways in which the facility
can improve care quality? (Example questions: “Are there any aspects of care you feel are
in need of improvement?” Or, “Have you experienced any problems with your relative’s personal
clothing being misplaced or lost by the laundry service?”)

O No, only general satisfaction questions are asked (0 points)

O Yes, speciﬁc questions are shown on survey form and [or most recent survey results were

shared that identified specific prob]ems (I Point)

6. Are staff members at all levels, including nurse aides, encouraged to make
suggestions about how to improve care quality on a routine basis?

O No, staff are not asked directly for their suggestions on a routine basis (0 points).
QO Yes, staff are asked directly but only supervisory-level staff (I point)

U Yes, staff at ALL levels are asked directly and routinely and staff can describe how this
process is encouraged (e.g., a “suggestion box” open to all staff which is reviewed during

monthly staff meetings) (2 Points).
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Total Score: Add points for Questions I1-6 to yield a total score range from 0 (below average) to 9
(Excellent).

(d Total points of 8-9 = Excellent
(1 5.7 points = Above Average

d 2.4 points = Average
l:l

0-1 points = Below Average

Scoring Rationale

Questions I and 2: Facility approach to assessing satisfaction: These first two questions are
intended to assess the specificity and frequency of satisfaction assessment. Most facilities will report
that they have methods in place to monitor consumer satisfaction, and many will be able to provide
information about how well their facility is rated by consumers. They may report, for instance, that
“over 90% of our families report that they are satisfied with the care here” or “our facility has one of
the highest satisfaction ratings in the area.” Such information, however, should be interpreted with
caution for reasons discussed earlier in this chapter. If the facility does, in fact, routinely and objectively
assess consumer satisfaction, they should be able to easily share with you a copy of the actual survey
questions and tell you how frequently the questions are asked. Ideally, facilities should ask both
residents and families about their care experiences within the first six months of admission and then at
least annually thereafter.

Question 3 and 4: Inclusion of both families and residents: If the facility cannot show you results
from their most recent satisfaction surveys of residents and families or if they report that residents are
not formally interviewed due to cognitive impairment or dementia, then you should conclude that the
facility does not have a well-designed program for monitoring consumer satisfaction. At least 25% of
residents in most nursing homes retain the capacity to answer simple questions about their care, even if
they have some degree of cognitive impairment. This percentage is even higher in most residential care
facilities, including those who provide dementia care services. We describe later in this chapter a simple
method that families can use to determine whether their loved one can meaningfully answer questions
about their care preferences and daily care experiences. Obtaining such feedback directly from your
loved one is a valuable way for you to assure care quality after your relative has moved in to a facility. As
a general rule, facilities that are serious about obtaining representative information about their services
should have procedures in place to assure that they receive satisfaction reports from at least 60% of
families and 25% of residents.

Question 5: Usefulness of questions for quality improvement: Well-designed satisfaction surveys
will include at least some questions that specifically and explicitly ask for ways in which the facility can
improve. Such questions might ask, for example, “Are there ways in which we can improve our services?”
or “What suggestions do you have for how we could do a better job?” A facility with a well-organized
survey system should be able to show you not only numbers and percentages (e.g., the percentage

of survey respondents who report high satisfaction), but also a list of respondents’ suggestions for
improvement. Such a list serves as evidence that the facility is always actively seeking ways to make care

better, which is a good indicator of a better place to live. If specific suggestions have been made, feel free
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to follow-up with questions about how the facility is addressing them. Does the facility have an “action
plan” for resolving an identified issue? For instance, if families complained about personal clothing
getting lost or misplaced due to the laundry service, what changes has the facility made to address this
issue?

Question 6: Staff suggestions are welcome: Facilities should encourage staff members at all

levels — including nurse aides — to make suggestions for quality improvements on an ongoing basis.

There should be a system in place to minimally encourage, and ideally even reward, suggestions made

by staff. For example, a facility might have an anonymous “suggestion box” that is checked by the
facility administrator weekly or monthly, with any suggestions discussed in routine staff team meetings.
Even better is if the facﬂity administrator or admissions coordinator can Provide you with a recent
staff suggestion and show how it was addressed. This serves as stronger evidence that the quality
improvement system is Working in a positive manner. It also Provides evidence that the facility is always

striving to improve and encourages staff input in this process.

Other suggestions for interviews: Beyond the nurse aide and satisfaction survey questions just
reviewed, consumers might also obtain useful facility assessment information by asking to attend the
next regularly-scheduled family council meeting and using this opportunity to talk directly to families
about their care experiences and satisfaction with the facility. Typically, family councils meet monthly
and are attended by family members who visit often or who have care concerns. Additionally, you might
check other guides for suggestions for questions to ask facility staff not covered here. We list some of
these guides in the “other resources” section.

Interview Screening Guide for Residents

Is your family member able to meaningfully answer your questions about their daily care
experiences? Should he or she be included in consumer satisfaction interviews by staff?

Research shows that residents who show some awareness of their surroundings, such as knowing
where they are and who they are talking to, are able to meaningfully answer questions about aspects of
their daily care. The questions below can be used to assess that ability after the resident has had time
to adjust to a new care setting; that is, after the person has become familiar with his or her own room
location and the staff members.

1. What season is it right now?” (Knows current season)
2. Where is your room? (Knows location of room/unit or floor)

3. Shows recognition of staff either by name and/or face (ask: “Who is s/he?” after
someone comes to the room to provide care).

4. What is the name of this place? Or, Where do you live? (Knows that s/he lives
in a facility)
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If your loved one can give reasonably accurate
answers to 2 or more of these 4 questions, he or she also
hese one-page interview sh(.)uld be able t(‘) answer other que§t10n§ about his or her
forms—on pain and on daily care experiences. Such questions include, “What
. : : ivities di i ?” “How do you like the staff?”
food service —simply provide activities did you enjoy today? Vi ?
“How do you like the other residents,” “Did someone on

the staff help you to walk today (or use the toilet today)?”

Your loved one may not always be able to relay accurate

you with an easy way to gather
helpful information from your

loved one and share it with

o St el information about his or her day; after all, the person

presumably still has some level of confusion due to dementia.

improve their care provision.

However, your relative’s ability to answer 2 or more of these
4 questions suggests that it is worthwhile for you to ask him

or her directly if you want to know how your relative is
being treated and how he or she spends their day.

Beyond the ability to answer questions about daily care experiences, studies show that most
residents with mild to moderate cognitive impairment are capable of answering simple questions about
their experience of pain (see Appendix C. Probable Chronic Pain interview) and their likes and dislikes
related to the food service (see Appendix D. Food Service Satisfaction Interview). If your loved one
has a history of pain or diagnoses that are likely to cause pain (e.g., cancer, osteoarthritis, osteoporosis,
recent fracture, pressure ulcers), we encourage you to use the brief pain interview in Appendix Casa
way to facilitate better pain management for your loved one. Bear in mind that licensed nurses are often
unaware of residents’ pain complaints and, thus, pain may go undetected and untreated. The licensed
nurses within the facility, as well as the resident’s primary care physician, should be receptive to any
pain information you gather. Similarly, if your loved one has a history of unintentional weight loss or
you consider him or her to be a “poor eater,” the person’s answers to questions in Appendix D about the
food service can provide insights into what might be done to encourage better eating. Here, the facility
dietitian should be open to any suggestions you offer from your interview. These one-page interview
forms—on pain and on food service—simply provide you with an easy way to gather helpful information

from your loved one and share it with relevant staff members to improve their care provision.
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CHAPTER 4: THE POWER OF OBSERVATION

Overview: This chapters discusses: (I) what and how to observe when you are
selecting a dementia care facility; (2) what and how to observe once your relative lives in a
care facility; and (3) how to interpret the information from your observations.

Observations of Care Quality

Almost all consumer guides make recommendations about observing the quality of the
environment and care when selecting a nursing home or residential care facility, and the majority
contends that such observations are the most important source of information about care quality. We
strongly agree that observations represent a key information source because we ourselves have conducted
extensive research on dementia care quality based largely on observations of care. Thus, we extend
the advice offered in other guides by providing specific
information about what, when, and how long to observe
care and how to interpret the information from these

observations. Our advice is based on both research evidence

ur gcoal is to provide .. . . e
g p and clinical experience in a large number of facilities

ou, the consumer . . . . .
o Z nationwide. Our goal is to provide you, the consumer, with

with simple observation . . Dy 1.
p simple observation guidelines that you can use to screen

idelines tha u can us . . .
gu delines that you can use to and select a facility for your loved one and continue using

screen and select a facility for . . . .
y afterward to monitor your relative’s care quality. Again, we

our loved one and continue . . .
A prov1de guidance that is not only based on years of research

using afterward to monitor . .
g but reflects the approach we would use in making these

your relative’s care quallty. e difficult choices for our own family members.

provide guidance that is not
only based on years of research

but reflects the approach we

would use in making these What, When, and How Long to Observe

difficult choices for our own
The first three questions that need to be addressed

family members.
o before visiting a facility to observe care are: (I) what to

observe, (2) when to observe, and (3) how long to observe.
Answers to these questions determine how you will plan
your visit so that it is as informative as possible within the
least amount of time. Answers may vary depending on your purpose. Initially, observations can be useful
when you are selecting a facility. Afterwards, observations can be useful when you want to ensure

that care quality is maintained over time (e.g., as new staff members are hired or as your relative’s care
needs increase). Observations can serve both purposes; but importantly, consumers should not assume
that observations are not needed once a facility is selected and your relative has moved in. This holds
true even if you are confident about a facility’s high quality of care at the time of placement. There are
many reasons why care quality might change within a facility over time but the two most significant
factors are staff turnover and an increase in the care needs of someone with dementia over time. A good
facility will encourage and support frequent visits and your continued involvement in care and will ask
you to notify the staff of any concerns. A good facility also should follow-up with you if you express
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concerns to see whether the issues have been resolved to your satisfaction. We recommend that you also
share with supervisors and direct care providers themselves your observations of good care or exemplary
staff performance. This will help facilitate a positive relationship with the staff, one that is conducive
to a shared partnership in ensuring care quality as opposed to one that is adversarial. For example, if
there is a particular nurse aide or licensed nurse whom you are impressed with in terms of how he or
she interacts with your relative, be sure to let the person’s supervisor know what a good job that staff
member is doing. If you also have areas of concern, staff members are likely to be more receptive to your
requests because you have demonstrated that you are equally willing to acknowledge good care.

What, When, and How Long to Observe When Choosing a Facility

Two of the most important areas to get information about are how staff members interact with
residents and how sensitive they are to residents’ care needs. There are several different time periods
during which you should be able to observe multiple aspects of care within a reasonable timeframe. The
two time periods we suggest are: (I) mid-morning, which should include the mid-day meal or lunch
(approximately 10:30am — I12:30pm, depending on the facility’s meal service); or (2) late afternoon
to early evening, which should include the evening meal or dinner (approximately 4pm — 6pm). You
need only be present during one of these two time periods to gain useful information. If you happen
to be present during both, use the opportunity to approach nurse aides during each time period for an
interview (see Chapter 3: Nurse Aide Staffing Interview).

These two time periods will allow you to determine:
(d  how many residents are out of bed;
[ whether residents are given choices during care delivery; and,

(1 whether staff members are sensitive to residents’ care needs.

We recommend that you ask an administrator or supervisor for permission to observe in the hallways
connecting residents’ rooms and then in the dining room during the scheduled meal. The form shown
below and in Appendix E can be used to record your observations and score the facility. Later, you can
compare the scores from all the facilities you visited for observation. This form is a simplified version

of observational forms used in our research studies to evaluate dementia care quality and to distinguish

between facilities that vary in care quality.
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Appendix E. Observations of Care Provision

Date: / / Day of the Week:

Time Period: U 10:30am-12:30pm (to include lunch)
d 4pm-6pm (to include dinner)

W Other: Start Time: End Time: (Meal Observed: )
Care Area Observation Score
I.Staff'Resident Interactions Check if staff behavior was observed (0-2)

a. No care provided OR Care provided
with little to no communication

b. “Elder speak” used

c. Request(s) for care not attended to by
staff

d. Choices offered to residents

e.  Warmth, Kindness, Respect
f.  Other:
2. Percent out-of-bed Total # residents in-bed:
Divided by:
Specific Time: : am/pm Total # of residents on unit/in facility (as
reported by staff):
Percentage in-bed:
3.Percent in dining room for meal *Total # residents in dining area(s):
Divided by:
Meal(s) Observed: Total # of residents on unit/in facility (same
as Item #2):

*Count all dining areas
Percentage in dining area(s):

4. Mealtime Care Practices

a. Dining environment is appealing

b. Menu options are made available

c. Staff recognizes poor eaters and offer alterna-
tives and/or encouragement to eat.

d. Staff is talking to residents.

Overall Total Score across all areas

Additional Comments/Observations
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Observational Tool: Scoring Rationale

Item I. The quality of staff-resident interactions: The form’s first item, which is also typically
recommended in other consumer guides, can be completed based on your subjective overall judgment
about how well staff members interact with residents during your observation period. There is little
more to say about this item other than that all staff members whom you observe — regardless of their
position or job title - should appear friendly, kind, and patient, based on your definitions of those terms.
You should pay attention to all staff members who interact with the residents; the more types of staff
members you observe, the better. There are many different types of staff in a dementia care facility
(e.g., licensed nurses, nurse aides, social activities personnel, housekeepers, therapists, etc.), and you
should feel comfortable with how each staff member approaches and speaks to any resident in the
facility. This item is intended to reflect your own personal opinion and, as such, there is no standard
against which to compare your subjective rating. That said, we want to note that studies show that
“elder speak” is common and regarded by many as disrespectful and demeaning or condescending.
“Elder speak” is language that an adult might more typica]]y use with a child because it often has a
tone of “I know best.” Staff members in nursing homes and residential care facilities are using “elder
speak” when they tell residents what to do in either an authoritative manner or a manner that implies
the resident is incapable of making decisions for themselves. Here are a few examples of the kind of
language that constitutes “elder speak”:

}  The use of terms of endearment that may be considered disrespectful of an older person (e.g.,
honey, sugar, baby, mama, Granny, Pop, buddy, etc.). Many consider it better to address

residents by name.

) Using slang terms to refer to bodily functions (e.g., asking residents if they need to go “pee-pee”
or “poop” or “use the potty” instead of asking if they need help to use the bathroom).

) Telling the resident what to do in an authoritative tone (“It’s time to get up now.”) instead of
asking the resident what he or she wants (“‘Are you ready to get out of bed?”) or offering the
resident a choice (“Would you like to get up now or a little later?”).

If you observe staff-resident interactions similar to these, or any type of interaction that makes you feel
uncomfortable, it reflects poorly on the quality of the staff training and supervision; thus, we recommend
that the facility be given a lower rating on this item. Similarly, studies show that many staff members
simply do not talk to residents at all, or very little, while providing care to them. This is especially
common when a resident has dementia because staff members tend to assume that these residents cannot
respond in meaningful ways. The absence of any communication (or staff members talking to each other
rather than to the resident) is also noteworthy when you are conducting observations. Such lapses,

we believe, reflect as poorly on staff training as incidences of “‘elder speak.” Minimally, staff members
should be addressing each resident by name and telling the resident why he or she (the staff member) is
there and what care he or she is offering to provide (e.g., “Good morning, Mrs. Smith, I am here to take
you to the dining room for lunch”). Staff members should do this routinely, even with residents who are
too impaired to respond meaningfully. Again, score this item based on your own personal opinion and
comfort level and how you feel about the resident-staff interactions during care provision that you are
observing. Below are our own suggested guidelines for scoring this item. The other types of observations

we recommend are more specific, and so we provide more explicit guidance about how to interpret and

score them.
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Scoring Guidance Item I:

Excellent = 2 points (multiple staff-resident interactions occurred during the observation Period; each
interaction involved a staff member talking directly to a resident in a desirable manner; staff members
responded to resident requests or complaints, if expressed; staff members offered residents choices when
providing care [e.g., “T am here to take you to lunch. Do you want to eat in your room today or the
dining room?”]).

Average to Above Average = 1 point (at least one staff-resident interaction occurred; the staff member
spoke directly to the resident in a desirable manner; the staff member told the resident why he or she
(the staff member) was there and explained the care being provided but did not offer the resident a
choice about care provision [e.g., “T am here to take you to lunch. It’s time to go to the dining room.]”).

Below Average = 0 points (no staff-resident interactions occurred; or, at least one interaction involved
a staff member not speaking to the resident at all or speaking to the resident in an undesirable manner
[e.g., using “elder speak”]; or, staff members failed to respond to residents’ requests for care or other
complaints, if expressed).

Item 2. Percentage of residents in bed: Early in your observation period, you should walk down

the room hallways and count the number of residents who are still in bed (ie., either at 10:30am or
4pm, if you are observing during the suggested time frames). If a resident’s bedroom door is closed,

you are not allowed to open the door, but closed doors suggest that residents are still in their rooms and
likely receiving some type of care (e.g., staff assistance with dressing or toileting), especially in nursing @
home facilities and dementia care units. One caveat to this is that some residential care facilities allow
residents to have their own private rooms, and doors are kept closed when these residents are not in their
rooms; however, this is typically not the case on dementia care units within residential care facilities.
You can ask administrators or supervisors what their facility policies are about opened and closed doors
on the dementia care units. On most such units, residents’ room doors are kept open. If this is the case,
you should be able to get a reasonably accurate count of how many residents remain in bed at the time
of your observation. It is best to walk down each hallway on the unit to get an overall estimate. This
estimate can be converted into a percentage by dividing your estimate by the total number of residents
within the unit or facility (note: ask the administrator or Charge Nurse for this number; he or she
should be able to easily provide it, or at least a close estimate). In other words, divide the total number
of residents in bed by the total number of residents on the unit. This “percentage of residents in bed”
at mid-morning (I0am-ITam) or late afternoon (4pm-5pm) is an excellent indicator of how well staff
provide care in a time-efficient manner, such that residents do not have to wait a long time to receive
care (such as help with getting out of bed). In addition, this percentage is a good indicator of how much
effort the staff puts forth to encourage residents to spend time outside of their rooms and engaged in
other meaningful activities throughout their day. Residents who spend most of their day in their room
or in bed tend to receive less staff attention, be more socially isolated, eat more poorly, and show more
symptoms of depression — not to mention the increase risk for decline in their physical health.

Studies of care quality have also shown that residents who are still in bed at mid-morning (10-
ITam) are more likely to not receive other aspects of morning care, such as changing of soiled bed linens
or undergarments, help with using the bathroom, dressing, and bathing. In short, in these studies, these

residents remained in bed for most of the morning and had few opportunities for care or socialization
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because of much lower levels of interaction with the staff and other residents. Similarly, residents in
these studies who were in bed during the late afternoon (4-5pm) were often put back into bed after
the midday meal (lunch) and then stayed in bed for the remainder of the day, including the evening
meal (dinner). This pattern also means that residents spend a significant portion of their day in bed
and possibly alone in their rooms. In fact, studies have shown that nursing homes in which nurse aides
were assigned 9-10 residents (Refer to Chapter 2. Nurse Aide Staffing Interview, Questions 1 & 2)
were more likely to have a higher percentage of residents in bed during these time periods compared to
facilities in which nurse aides were assigned 7 or fewer residents. In general, facilities with more nurse
aides (or similar staff members) tend to do a better job of getting residents out of bed and out of their
rooms so that residents have ample opportunities to engage in meaningful activities and socialize with
both staff members and other residents throughout their day.

We consider a facility to be “excellent” if you see less than 30% of the residents in bed during
your observation. This rating is based on findings from studies that examined the relationship between
staffing levels, the amount of time residents spend in bed, and other care quality measures. It should be
noted that the percentage of residents in bed will likely never be “0” because there will almost always
be at least a small proportion of residents who prefer to be in bed or who may not be feeling well at
the time of your observation. For instance, a resident may have just returned from a hospital stay or
have some type of infection or virus, so bed rest is appropriate. Otherwise, the majority of residents
should be encouraged to get out of bed by mid- to late-morning and to remain out of bed for most of the
day, including for the evening meal. If facility staff members report or imply that a high percentage of
residents prefer to stay in bed, consider this a poor reflection on the staff’s efforts to encourage residents
to get out of bed and to offer them timely assistance to do so. It also reflects poorly on the facility’s social
activities program and the staff members whose job it is to motivate residents to get out of their rooms.

Scoring Guidance Item 2:

Excellent = 2 points (less than 30% of residents were observed in bed)

Average to Above Average = 1 point (30% to 40% of residents were observed in bed)
Below Average = 0 points (more than 40% of residents were observed in bed)

Item 3. Percentage of residents in the dining room for the scheduled meal: Mealtime in a
dementia care facility is an important daily care activity because it occurs three times per day, seven
days per week, and has been shown in research studies to significantly contribute to a resident’s
quality of life. It offers multiple opportunities each day for social engagement, and many residents
rate their satisfaction with the food service as the most important contributor to their daily quality of
life. Moreover, many residents with dementia are at high risk for undernutrition, dehydration, and
unintended weight loss because they do not eat or drink enough each day. Studies show, however, that
when residents eat their meals in the dining room, or in any group setting, as opposed to alone in their
rooms, they are significantly more likely to:

) Eatanddrink a larger proportion of the served meal;
) Receive more staff attention, including assistance and encouragement to eat;

}  Experience more socialization with both staff members and other residents;

}  Receive more staff offers of alternatives to the served meal when eating poorly; and,
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} Be identified by staff members as potentially experiencing a nutritional problem when they eat

poorly.

In short, residents who dine outside of their rooms for most meals are more visible to staff and, thus,
receive the attention and supervision they need to ensure optimal nutritional care quality. In addition,
as mentioned previously, dining outside of one’s room also provides multiple opportunities each day for
socialization with others, which helps to improve overall quality of life. Given the many benefits of
group dining, residents with dementia should be strongly encouraged to eat at least two meals per day
outside of their room—and all meals if possible. If your loved one has experienced a recent unintended
weight loss or you have concerns about his or her nutritional status, dining with others and in the
presence of staff members becomes even more important. Similar to item #2, studies have shown that
the percentage of a nursing home’s residents who eat their meals in the dining room is a good indicator
of both nurse aide staffing levels and nutritional care quality. In these studies, facilities in which

9-10 residents were assigned to each nurse aide (Refer to Chapter 2. Nurse Aide Staffing Interview,
Questions 1é& 2) had a much lower percentage of residents who ate in the dining room (less than
50%) compared to facilities in which only 7 or fewer residents were assigned to each nurse aide (more
than 75% of residents in these facilities went to the dining room for meals). These findings guide our
suggested scoring for this care quality measure. Keep in mind that some facilities have more than one
dining room and some also have other common areas where residents dine, such as an activity room or
sunroom. If you do not already know how many dining areas are in the facility, ask a staff member so
that you can be sure to count all residents who are dining with others outside of their room. Your total
count can be divided by the total number of residents in the facility or the dementia care unit (use same
denominator as Item #2). The most common meal that residents take outside of their own rooms is the
midday meal or lunch. By contrast, both breakfast and dinner are commonly served in residents’ rooms.
One observation during lunch and one during dinner would be the most informative in terms of facility
practices related to dining. If you can only observe one meal, then focus on the dinner (evening) meal for

scoring this item.

Scoring Guidance Item 3:

Excellent = 2 points (more than 75% of residents are in the dining room).

Average to Above Average = 1 point (50% to 75% of residents are in the dining room)

Below Average = 0 points (less than 50% of residents are in the dining room)

Item 4. Offering choice and responding to residents’ care needs: There is perhaps no better

time to observe a facility’s quality of care and how well the staff members interact with residents than
during mealtimes in the dining room. This holds true Particularly for residents with dementia. Not only
does mealtime occur three times a day, seven days a week, but it typically occurs within a predictable

timeframe, which makes it easy for you to observe mealtime activities.

Usually, the general appearance and ambiance of the dining room is most noticeable to consumers, and
many dementia care facilities have recently made efforts to create homelike dining rooms and common
areas with restaurant-style dining. Here are some aspects of the dim'ng environment that we recommend:

} The room should feature either natural light (via windows) or artificial lighting that is soft and
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appealing (e.g., not stark, bright overhead lights)

)} The noise level should be low and comfortable (e. g., no loud music or televisions p]aying; no
clattering of meal trays in service carts)

}  Staff members should be talking mostly to the residents, not to each other.
}  Tables should be pre-set with table cloths, napkins, and/or other place settings.

}  The meal should be served restaurant-style (menu options), family style (served from platters by
staff), or buffet style (with staff assistance) to provide residents with more choices and easily
accessible substitutions during the meal.

) Residents should be seated in regular chairs at the table as opposed to wheelchairs, if possible.

These are all attractive features that can make mealtime in the dining room more pleasant for everyone.
Beyond these environmental features, here is what you should look for related to the actual meal service

provided by the staff:

}  Availability of Choice: Serving styles that offer a variety of food choices and encourage
residents to eat and drink more while also enhancing residents’ quality of life include these
three options: restaurant-style, where residents are allowed to choose among options from a
menu or are told directly by a server what their options are for that meal; buffet-style, where
food platters are visibly displayed and servers are available to assist residents with selecting
choices; and family-style, where servers bring platters and bowls of food directly to the table and

@ serve each resident individually. A facility should receive credit for offering any of these three

options, for each encourages choice in dining. Note: The Food Service Satisfaction Interview

(Appendix D) includes a question (#5) about the availability of alternatives to the served meal.

You can use this question to determine your relative’s awareness of the menu options available.

Staff members often report that alternative menu choices are available during meals, but many

residents, especially those with dementia, are unaware of these options. If this is the case with

your relative, then staff offers of alternative menu choices are all the more important (see the
next section).

Most residents with dementia do not openly complain or otherwise request alternatives when they do not
like the food they are given. Instead, they simply eat poorly or not at all. For this reason, it is critical
that staff members pay attention to residents’ food and fluid consumption during meals so that they, the
staff members, notice whether a resident is eating poorly. Residents who consume less than half (50%5)
of what they are served should be identified by the staff as potentially not liking the served meal and or
needing more staff attention to encourage eating. To encourage eating, a staff member might approach

a resident early in the meal and ask the person directly if he or she wants something else. The staff
member might say, for instance, “How are you feeling today, Mrs. Smith?” “You don’t seem to be hungry
for lunch. Do you not like it?” “May I get you something else?” “We have that soup you love”.

Other resident behaviors during mealtime that staff members should notice and respond to include:

} A resident is sleeping through the meal or otherwise appears tired and lethargic (e.g., the
resident closes his or her eyes frequently for long periods). A staff member should make a point
of alerting the resident and reminding him or her that it is time to eat. The staff member should

continue to check on the resident intermittently throughout the meal to make sure that the
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resident is staying awake and eating.

} A resident leaves the table or dining room after eating very little or less than half of what is
served. A staff member should notice the resident’s attempt to leave and remind the person that
he or she needs to eat or offer to get the resident something else to eat.

) A resident is having difficulty opening containers or holding cups or utensils (e.g., the resident
is spilling foods or fluids frequently; some containers remain unopened throughout most of
the meal). A staff member should offer to open containers, cut up meat, place a straw in the
resident’s drink, and otherwise prepare the meal so that the resident can eat independently more
easily;

) A resident is seated alone at a table with little to no interaction with other residents. A staff
member should offer to seat the resident with others or, alternatively, spend time socially
interacting with the resident at various points during the meal.

} A resident’s meal is taken away (i.e., the table is cleared) when the resident has eaten less than
half of the served meal. Staff members should leave the resident’s food in front of the person for
a longer period of time, encourage the resident to eat more (e.g., “Why don’t you eat some more
of your soup?”) and offer to get the person something else.

We recommend that you identify a few residents in the dining room who are displaying any one or
more of these behaviors (e.g., sleeping; having difficulty eating; not eating at all or very little; seated
alone) and then continue to watch these residents throughout the meal to see whether staff members
attend to them. As long as the staff is paying attention and responding in the ways that we describe
above, the staff should be given credit for doing a good job, even if a resident still eats poorly. Some
residents will continue to eat poorly, despite good care provided by staff members.

These examples of observation-based measures of care quality during meals are based on a series of
studies in which our trained researchers conducted similar observations of residents with and without
dementia in several nursing homes. Thus, we know from experience what commonly occurs and what
staff in better facilities do differently. More importantly, we know that the best — in fact, the only —
way to determine whether staff members are doing a good job at mealtimes is to observe them directly
(see this Chapter and Appendix E for the observation form).

Scoring Guidance Item 4:

Excellent = 2 points (dining environment is appealing; menu options are readily available or are visible
to residents; staff members seem to notice and respond appropriately to residents who are eating poorly;

staff members are frequently talking to residents during the meal).

Average to Above Average = 1 point (dining environment is just “‘okay” — not appealing but also not noisy
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and chaotic; menu options are available but choices are limited [e.g., just one alternative to each served
mea]]; staff members seem to notice and respond appropriately to most residents who are eating poorly;

staff members are frequently talking to residents during the meal).

Below Average = 0 points (dining environment appears noisy and chaotic; menu options are neither
readily available nor visible to residents, so the residents do not seem aware of their options; 3 or more

residents are eating poorly and receiving little or no staff attention; staff members spend more time

talking to each other rather than the residents).
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CHAPTER 5: STRATEGIES FOR HOW TO SERVE AS AN
ADVOCATE FOR CARE QUALITY

Interviews and Observations: When to Repeat the Process

Much of what you do to select a dementia care facility continues to be applicable to ensuring care
quality after placement. The interview and observational tools described in previous chapters (and
shown in the Appendices) can be used at any time to assess care quality. Don’t feel that you need to
repeat all the assessment activities described in this guide; you need only repeat those that are most
relevant to your concerns at a given point in time. Repeat quality assessments should produce scores that
are at least as high as your initial scores, if not higher. This indicates that the facility is truly engaged in
ongoing quality improvement efforts. Most notably, you might want to reassess care quality when:

(T) there has been significant changes in staff composition (e.g., a new administrator or director of

nursing is hired; many nurse aides quit and are replaced with new staff members); or,

(2) your loved one’s cognition or health status has declined significantly since placement such that
you now notice that he or she requires more care than previously (e.g., you note that your loved
one has recently lost weight or eats less; your relative becomes incontinent or loses his or her
ability to walk independently; your relative seems more confused or disoriented).

Changes in staff and increased care needs among residents, both of which are inevitable over time in
dementia care facilities, can create new challenges to ensuring care quality. You want to know whether @
new staff members are being adequately trained and supervised such that they are doing as good a job as
the staff member whom they are replacing. You also want to know whether the various staff members

providing care are aware of your loved one’s decline and his or her associated increased need for care.

What You Can Do to Benefit Your Loved One During Regular Visits

Facility staff members should welcome involved family members and friends who visit their loved
one frequently and provide valuable insights into the resident’s personal preferences, background, and
history, and who can identify needs for referral or additional care services. As long as you interact with
the staff in a calm and helpful manner, staff members should be receptive to your involvement. For
example, you might say: “I have noticed lately during my visits that my mom is not eating as much as she
used to. It seems I have to provide more help when I am here. I just want to make sure that the staff
is aware that she needs this extra attention during mealtimes.” Or you might report to a staff member,

“I was walking with my mom today and she complained of pain in her hip. She is walking a lot slower
lately and also seems more unsteady. Should I notify her doctor or the physical therapist?”

Visiting during mealtimes is a great way for you to assess mealtime care quality, as described in the
Previous chapter. It also gives you the opportunity to encourage your loved one to eat. Don’t be shy
about making requests for alternative menu items for your loved one or bringing in favorite foods for him
or her. In fact, any time of day, including between meals, is an opportunity to offer your relative his
or her favorite snacks. Most residents with dementia are at high risk for weight loss and dehydration

and so can benefit from additional calories and extra fluids anytime of the day. Sharing a favorite
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snack or mealtime treat with your loved one during a visit is a great way to help that person. Similarly,
accompanying your loved one on a walk, especially outside, not only offers that person a welcome change
of scenery but is also a terrific way to assist the staff in providing physical activity for your relative.
Many dementia care facilities have walking trails or outside gardens, but do not permit residents to walk
unaccompanied due to their elevated risk for falls. As a result, residents may rarely get to enjoy these
outdoor spaces. Family visits can be a time for your loved one to enjoy these spaces and get some much-
needed exercise. Be sure you are aware of your relative’s walking ability and need for assistive devices
before you venture out. If you have questions or concerns about your relative’s safety, ask a nurse or
nurse aide for advice.

Get Involved:

Most facilities have a family council that meets regularly, typically monthly. Ask to become a
member, if interested. This will give you an opportunity to meet regularly with other family members
and friends to discuss issues and concerns. The family council also sometimes hosts staff appreciation
events to honor staff members who do an exemplary job and to show their gratitude for the work the
staff performs. Most facilities also welcome volunteers’ assistance with social activities and other events.

How to Handle Specific Concerns:

If you have a specific concern related to staffing or care quality, it is usually best to talk directly
to the facility Administrator, Director of Nursing, Social Worker or other staff member identified as
in charge of the facility or dementia care unit. In most cases, these professionals will respond to your
concern in a thoughtful, timely manner and follow-up with you to make sure you are satisfied with how
the issue was handled. If this is not the case and you feel strongly that your concern may pose a potential
for threat or harm to one or more residents, report your concerns to your local ombudsman association,
which is a federally supported organization that helps protect nursing home residents’ rights. You can

find your local ombudsman office by visiting the Web site of the National Long-term Care Ombudsman

Resource Center at http: / [www.ltcombudsman.org[ombudsman. The ombudsman typically will ensure

that a state or federal survey is conducted to investigate your complaint.
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OTHER RESOURCES

www. VanderbiltCQA.org: Vanderbilt School of Medicine, Center for Quality Aging Web site, where
both Dr. Simmons and Dr. Schnelle are faculty members, reports on much of the research that supports

the recommendations in this guide. This Web site is geared toward nursing home and dementia care
providers, but can be equally useful to consumers who want to learn more about assessing care quality.
References to published studies are listed within each section, or module, of the Web site.

http: //www.medicare.gov/nursinghomecompare: Centers for Medicare & Medicaid Services - Your

Guide to Choosing a Nursing Home. Official government booklet that explains how to find and compare
nursing homes and how to pay for nursing home care. It also identifies nursing home resident rights and
alternatives to nursing home care. See also the “Nursing Home Checklist” (pages 30-36) of the CMS
Guide.

www.nhqualitycampaign.org: Advancing Excellence in America’s Nursing Homes Campaign provides
consumers with helpful information about selecting a nursing home in their state. This Web site also
provides a list of consumer fact sheets and other quality measures for nursing homes.

www.ncenhr.org; www.theconsumervoice.org: The National Consumer Voice for Quality Long Term
Care (NCCNHR) pub]ishes a “Consumer Guide to Choosing a Nursing Home” as well as guidelines for
family involvement in nursing home care (Consumer Fact Sheet No. 3). This Web site also has a report
for nursing home facilities by state that shows staffing levels, deficiency citations and other publicly-
available quality measures.

www.nscle.org: National Senior Citizens Law Center (NSCLC) published a report entitled “20 Common @
Nursing Home Problems — and How to Resolve Them,” which is a helpful resource for consumers after
their loved one has moved into a nursing home.

www.alz.org: National Alzheimer’s Association’s “Encouraging Comfort Care: A Guide for Families of
People with Dementia Living in Care Facilities” (2010 Alzheimer’s Association, Greater Illinois Chapter)
discusses dementia and residential care facilities. It also explains: medical decisions you may face; what
to do when you visit; and when it is time for hospice. Other helpful tips and resources are also offered

along with a “Checklist for Encouraging Comfort Care” (see page 20).




How 10 EVALUATE THE QUALITY OF RESIDENTIAL CARE FOR PERSONS WITH DEMENTIA

Appendix A. Nurse Aide Staffing Interview and Scoring Guide

Approaching Staff for an Interview:

Introduction: “Hi, I am a family member and I am considering placing my relative in this
Sfacility. I would like to ask you a few questions about your work experience here. It
should only take about 10-15 minutes. Would that be okay?”’

1. How long have you been working here?
O Lessthan I year W I.2years 1 More than 2 years
2. Are you a routine staff member or a temporary (“on call”) staff member?
O Routine (works weekly)
Q Temp/On call (works once a month or less in this facility)
3. What days of the week do you usually work?
O Weekdays 1 Weekends W Both weekdays and weekends
4. What time periods (“shifts”) do you usually work?
Q Day (7am-3pm) O Evening (3pm-11pm) Q Night (I1Ipm-7am)

Note: Some facilities have staff work 10 or 12-hour shifts in which case 7am-7pm is considered
“day/evening” and 7pm-7am is considered “night”.

Questions and Scoring Guide:

Listed below are IT total questions that you can ask, along with the most common possible
responses, to each question. We also indicate how each possible response should be scored for questions
1.10. Please note that question 11 is not scored. There are 14 total points possible.

1. How many residents are you assigned today? (Allow staff member to give you a number
without offering them the response options below directly)

O II or more residents (0 points, low staffing)

Q 8toI0 (I point, average staffing)

U 7 or fewer (2 points, high staffing)
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2. How many residents are you usually assigned? (Allow staff member to give you a number
without offering them the response options below directly)

QO IT or more residents (0 points, low staffing)
Q 8toI0 (I point, average staffing)

Q7 or fewer (2 points, high staffing)

3. Are you usually assigned to the same residents or does your resident assignment

change often?

d Assigned residents changes daily or weekly (0 points)

W Usually the same residents (T point)

4. How often do you “work short” — that is, take care of more residents because a co- ®
worker doesn’t show up and there is no one to replace that person?

W Often: At least once a week or more 0 points)
d Occasionally: Once-Twice a month (I point)

a Rarely, less than once/ month (2 points)

5. Are there other staff members who assist with some aspects of daily care? (e.g.,
restorative nurse aides who assist with walking and other mobility exercises; hydration
technicians who offer residents additional foods and fluids between meals?

U Yes (T point) U No (0 points)

6. Have you received any additional special training related to dementia care beyond
the training you received to be a nurse aide? 1 Yes (I point) 1 No (0 points)
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7. Ifyou are providing care to a person with dementia who can still talk to you, but
he or she does not always make sense, how do you know when or if the resident
needs assistance? (Allow staff member to respond without providing the specific response
options below, which reflect the most typical responses)

U Careis provided on a routine schedule and/or we know what residents want. (0 points)
1 Residents are asked multiple times per day what they need or want. (I Point)

U Careis provided both on a routine schedule and by asking resident multiples times per day
what they need or want. (I point)

8. Ifyou are providing care to a person with dementia how do you know if the
person is in pain? Score I point each (for a total of 2 points) if the staff member says that
residents are asked directly about pain on a daily basis and other signs of pain or discomfort are
acknowledged for residents who are completely unable to communicate verbally.

QO Refers to medical chart for pain-related diagnoses and routine pain medications because
resident is unable to tell staff about his or her pain; and/or, the staff is already aware of who has

pain. @ points)
@ O Asks resident directly on a daily basis when providing other routine care. (I point) @

O Pays special attention to the non-verbal body language of residents who are completely non-
communicative (in the late stages of dementia). Non-verbal indicators of pain or discomfort

include facial grimacing, moaning and groaning, and other signs of agitation or aggression. (I

point)

9. Ifyou are providing care to people with dementia, how do you determine their
preferences for when they want to get out of bed, what they want to wear, and
where and when they want to have their meals? Score I point if the staff member says
that he or she asks residents directly each day what they want or otherwise offers residents a
choice among reasonable options.

U Refers to the residents’ care plans or medical records to determine preferences or asks the
residents’ family members. (0 Points)

O Asks the residents each day what they want or offers them options. (I point)

W Both refers to care Plans and medical charts and asks residents each day about their

preferences. (I point)
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10. During mealtimes, how do you determine whether a resident might want

11.

something different to eat than what he or she is given initially? Score I point if the
staff member indicates that either a resident can make a request or the staff member offers to get
the resident something else when he or she notices that the resident is eating poorly.

U The menu is posted along with the alternatives available each day or at each meal. (0 points)
U Residents make their menu choices in advance. (0 Points)

U I will offer other meal choices if the resident is complaining about the meal or makes a
request for something different. (I point)

QO If I notice that a resident is not eating well, I will offer to get him or her something else and
will let the person know what options are available. (I point)

Is there anything else you think I should know about this facility and the care
provided here that would help me to make my decision? Answers to this optional
question are not counted in the scoring. You may also use this question to ask about some aspect
of care that might be specific to your loved one such as, “my relative likes to stay up late at night.
Will he be allowed to do so here?”

Total Score: Add the points for questions 1-10, which will yield a total score of 0 to 14 points.

4
a
a
a

10 or more points = Excellent
7-9 points = Above Average
4-6 points = Average;

0-3 points = Below Average

Refer to Chapter 3 for the Scoring Rationale for this Interview Guide.
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Appendix B. Satisfaction Assessment: Questions and Scoring Guide

Does the facility conduct a satisfaction survey?
W No and/or unable to provide a copy of the survey showing the questions (0 points)

W Yes and able to provide a copy of the survey showing the questions (T point)

IF NO to Question #I, discontinue the interview. Facility receives 0 total points.

How often does the facility conduct satisfaction surveys?

1 Less often than once per year (0 points)

At least once per year or more often (I point)

Does the facility survey both residents and family members?

O Yes, but unable to show you recent survey results (0 points)
O Yes, surveys one group and able to show you recent survey results (I point)

QO Yes, surveys both groups and able to show you recent survey results (2 points)

What percentage of families and/or residents provided survey information based
on the most recent survey?

L Less than 50% of families responded and/or surveys were not mailed to all families and/
or less than 25% of residents responded and/or all residents with dementia were excluded (0
Points).

W More than 50% of families responded and surveys were mailed to ALL families of current
residents (I point).

W More than 25% of residents responded and only residents with moderate to severe dementia

were excluded from the survey (2 points).
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5. Are there any survey questions that ask about specific ways in which the facility
can improve care quality? (Example questions: “Are there any aspects of care you feel are
in need of improvement?” Or, “Have you experienced any prob]ems with your relative’s personal
clothing being misplaced or lost by the laundry service?”)

O No, only general satisfaction questions are asked (0 points)

O Yes, specific questions are shown on survey form and [or most recent survey results were

shared that identified specific problems (I point)

6. Are staff members at all levels, including nurse aides, encouraged to make
suggestions about how to improve care quality on a routine basis?

QO No, staff are not asked directly for their suggestions on a routine basis (0 points).
QO Yes, staff are asked directly but only supervisory-level staff (I point)

U Yes, staff at ALL levels are asked directly and routinely and staff can describe how this
process is encouraged (e.g., a “suggestion box” open to all staff which is reviewed during @
monthly staff meetings) (2 points).

Total Score: Add points for Questions I-6, which will yield a total score from 0 to 9.
(d Total points of 8-9 = Excellent
d 5.7 points = Above Average
2.4 points = Average

d 0.1 points = Below Average

Refer to Chapter 3 for the Scoring Rationale for this Interview Guide.




How 10 EVALUATE THE QUALITY OF RESIDENTIAL CARE FOR PERSONS WITH DEMENTIA

Appendix C. Probable Chronic Pain Screening Interview

Resident Name Date / /
DK = Don’t Know NR =No Response or Nonsense Response REF=Refusal to answer
I. Do you have any pain right now? UYes UNo WNR WDK UREF

IF YES, ask: “On a scale of 0 to I0 with 0 meaning no pain and I0 being the worst pain you can

imagine, how much pain are you having now?”
gine, p Y g

0 I 2 3 4 5 6 7 8 9 10
2. Do you have pain every day? UYes UNo WNR WDK WREF
3. Does pain keep you from sleeping at night? UYes UNo WNR WDK QREF

4. Does pain keep you from doing things you enjoy? QYes UNo WNR WDK WREF
(e.g. social activities, Walking, going to dining room)

5. Do you tell the nurse about your pain? UYes UNo WNR WDK WREF
6. Does the nursing staff ask you about pain? UYes UNo WNR UWDK UREF

7. Would you prefer to take medication for your pain? UYes UNo WNR DK QREF

Probable Chronic Pain: 1 Present O Absent 1 Could not Determine

The presence of probable chronic pain is determined based on the resident’s responses to only questions
I — 4. Probable chronic pain is present if the resident responds “yes” to 3 or more of the first four
questions OR provides a “yes” response to question 2. Presence or absence of probable chronic pain
cannot be determined if all 4 questions have DK/NR /REF answers. Question 5 and 6 are related to
communication with staff about pain. Question 7 is related to a resident’s preference to take medication
for pain. If probable chronic pain is present, share the results of this interview with the licensed nurses

and the resident’s primary care Physician for follow/up and possible treatment.
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Appendix D. Food Service Satisfaction Interview

Resident Name: Date of Interview: / /

Check Response to each question:
1. Do you like the food here?
a YES/MOST OF THE TIME d NO /SELDOM U No Answer /Unclear Answer
IF NO, what would you change to make it better? (i.e., more salt, sugar, more choices)
2. Do you feel that there is enough variety / food choices?
W YES/MOST OF THE TIME U NO/SELDOM d No Answer/Unclear Answer
3. Does the food look good to you?
Q YES/MOST OF THE TIME O NO/SELDOM Q' No Answer/Unclear Answer

4. Is the food served at the right temperature (i.e., eggs, soup served
hot; jello served cold)?

O YES/MOST OF THE TIME d NO/SELDOM 3 No Answer/Unclear Answer
5. Ifyou don’t like the food you are given, can you get something else instead?
O YES/MOST OF THE TIME d NO/SELDOM Q No Answer/Unclear Answer

6. Would you like to have a snack (e.g., fruit, pudding, cookies,
Juice) between meals?

U YES O SOMETIMES U NO U No Answer/Unclear Answer

IF YES or Sometimes, What kinds of foods/drinks do you like for a snack?

Make note of any other preferences related to food and dining (e.g., time or location; preferred seating

arrangement; preferences for tablemates or dining location; special dietary needs; specific likes and

dislikes) and share this information with the facility dietitian:
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Appendix E. Observations of Care Provision

Date: / /

Time Period: U 10:30am-12:30pm (to include

d 4pm-6pm (to include dinner)

Day of the Week:

lunch)

W Other: Start Time: End Time: (Meal Observed: )
Care Area Observation Score
I.Staff'Resident Interactions Check if staff behavior was observed (0-2)

g. No care provided OR Care provided
with little to no communication

h. “Elder speak” used

i.  Request(s) for care not attended to by
staff

j.  Choices offered to residents

k. Warmth, Kindness, Respect

1. Other:

2. Percent out-of-bed

Specific Time: ____: am/pm

Total # residents in-bed:
Divided by:

Total # of residents on unit/in facility (as

reported by staff):

Percentage in-bed:

3.Percent in dining room for meal

Meal(s) Observed:

*Count all dining areas

*Total # residents in dining area(s):
Divided by:

Total # of residents on unit/in facility (same
as Item #2):

Percentage in dining area(s):

4. Mealtime Care Practices

a. Dining environment is appealing

b. Menu options are made available

c. Staff recognizes poor eaters and offer alterna-
tives and/or encouragement to eat.

d. Staff is talking to residents.

Overall Total Score across all areas

Additional Comments/Observations
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Observational Form Scoring Guidance:

Item I:

Excellent = 2 points (multiple staff-resident interactions occurred during the observation period; each
interaction involved a staff member talking directly to a resident in a desirable manner; staff members
responded to resident requests or complaints, if expressed; staff members offered residents choices when
providing care [e.g., “T am here to take you to lunch. Do you want to eat in your room today or the
dining room?”]).

Average to Above Average = 1 point (at least one staff-resident interaction occurred; the staff member
spoke directly to the resident in a desirable manner; the staff member told the resident why he or she
(the staff member) was there and explained the care being provided but did not offer the resident a
choice about care provision [e.g., “T am here to take you to lunch. It’s time to go to the dining room.]”).

Below Average = 0 points (no staff-resident interactions occurred; or, at least one interaction involved
a staff member not speaking to the resident at all or speaking to the resident in an undesirable manner
[e.g., using “elder speak”]; or, staff members failed to respond to residents’ requests for care or other
complaints, if expressed).

Item 2:
Excellent = 2 points (less than 30% of residents were observed in bed)
Average to Above Average = 1 point (30% to 40% of residents were observed in bed) @

Below Average = 0 points (more than 40% of residents were observed in bed)

Item 3:

Excellent = 2 points (more than 75% of residents are in the dining room).

Average to Above Average = 1 point (50% to 75% of residents are in the dining room)
Below Average = 0 points (less than 50% of residents are in the dining room)

Item 4:
Excellent = 2 points (dining environment is appealing; menu options are readily available or are visible
to residents; staff members seem to notice and respond appropriately to residents who are eating poorly;

staff members are frequently talking to residents during the meal).

Average to Above Average = 1 point (dining environment is just “okay” — not appealing but also not noisy
and chaotic; menu options are available but choices are limited [e.g., just one alternative to each served
meal]; staff members seem to notice and respond appropriately to most residents who are eating poorly;
staff members are frequently talking to residents during the meal).

Below Average = 0 points (dining environment appears noisy and chaotic; menu options are neither
readily available nor visible to residents, so the residents do not seem aware of their options; 3 or more
residents are eating poorly and receiving little or no staff attention; staff members spend more time
talking to each other rather than the residents).

Refer to Chapter 4 for Scoring Rationale for each item.
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