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Development of the National
Home and Hospice Care
Survey

by Barbara J. Haupt, D.V.M., Division of Health Care
Statistics

Introduction

This report provides a description of the development of
the National Home and Hospice Care Survey (NHHCS). The
NHHCS is one of a number of surveys conducted by the
Division of Health Care Statistics, National Center for Health
Statistics (NCHS). The NHHCS was implemented in 1992 and
will be conducted annually; data are collected by means of
personal interviews with the administrators and staff of a
nationally representative sample of hospices and home health
agencies.

The legislative mandate 42 USC (Section 306 of the
Public Health Service Act) states that one of the duties of
NCHS is to “collect statistics on...health resources...[and the]
utilization of health care, including utilization of...services of
hospitals, extended care facilities, home health agencies, and
other institutions....” (see appendix I). Data about the utiliza-
tion of home health and hospice care services are collected
through the NHHCS, which is a part of the National Health
Care Survey (NHCS) (1). The NHCS is a program designed
by NCHS to collect data on the use of health care providers in
the United States. The NHCS is an integrated set of record-
based health care provider surveys that has been developed by
the Division of Health Care Statistics in response to changes
during the 1980°s in the delivery of health care.

The National Health Care Survey

The NHCS is composed of five basic components: Long-
Term Care, Health Provider Inventory, Patient Follow-on,
Hospital and Surgical Care, and Ambulatory Care. This family
of surveys is designed to answer questions concemning the
utilization of health care services. The surveys generate data
that permit analysis of the relationship between the use of
health services and health characteristics that can be used to
monitor current and changing patterns in health care use.

The Long-Term Care Component of the NHCS includes
two surveys: the National Nursing Home Survey and the
National Home and Hospice Care Survey. Through this com-
ponent, data are collected on the services and staff of the
facilities and on the personal and health characteristics of
current and discharged residents or patients.

The National Health Provider Inventory (NHPI) Compo-
nent, formerly called the National Master Facility Inventory
and the Inventory of Long-Term Care Places, provides a

comprehensive national listing of health care facilities such as
nursing homes, facilities for the mentally ill and mentally
retarded, home health agencies, hospices, and licensed residen-
tial care facilities. Data from the NHPI are used to describe the
number, distribution, and types of facilities and to select
samples of facilities for other component surveys.

The Patient Follow-on Component provides data on out-
comes of patient care and subsequent use of health care
services through periodic contacts with patients, patients’
families, or facilities. Data are available from the 1985
National Nursing Home Survey Followup. A feasibility study
is underway to develop, test, and fine-tune the data collection
methodology for other provider-based follsw-on studies.

The Hospital and Surgical Care Component collects data
on the utilization of resources in short-stay hospitals and
ambulatory surgical centers. This is done through the National
Hospital Discharge Survey, which has been conducted annu-
ally since 1965, and the National Survey of Ambulatory
Surgery, which will be operational in 1994.

Data on visits to office-based physicians and hospital
emergency departments, outpatient departments, and clinics
are collected through the National Ambulatory Medical Care
Survey and the National Hospital Ambulatory Medical Care
Survey. These surveys, which are currently conducted on an
annual basis, make up the Ambulatory Care Component of the
NHCS.

Purposes of the NHHCS
The purposes of the NHHCS include collection of

e National baseline data on the characteristics of hospices
and home health agencies in relationship to patients they
serve and the type of staff they employ

o Data on Medicare and Medicaid certification

e Data on charges to patients by hospice and home health
agencies

e Information about the source(s) of payment for services
from hospices and home health agencies

¢ Information about patients receiving home and hospice
care including functional status and diagnosis

e Information about the categories of people employed by
hospices and home health agencies



Data from the NHHCS will be available to analyze
relationships that exist between services offered and the popu-
lations served by hospices and home health agencies. Such
analyses of data ‘on utilization, diagnoses, and services can
make important contributions to specific areas of epidemio-
logic surveillance, particularly chronic disease, injury, and
aging.

The data set and procedures for the NHHCS were devel-
oped and evaluated in 1990 in the study, Feasibility of
Studying Hospices and Home Health Agencies (2). Results

from this study were refined and pretested in 1991 in prepara~
tion for the National Survey. The developmental, testing, and
evaluation processes, which resulted in the NHHCS, are
presented in this report. Appendix II contains definitions of
selected terms used by the NHHCS. Changes will be docu-~
mented as needed in the Technical Appendix of the NHHCS
summary reports (see “Data publication and availability” in
the section “The National Home and Hospice Care Survey” in
this report).



Feasibility of studying
hospices and home health
agencies |

The first step in the development of the National Home
and Hospice Care Survey (NHHCS) was the study, Feasibility
of Studying Hospices and Home Health Agencies (Feasibility
Study) (2). This study was done under contract in 1990; its
purpose was to determine the availability of data and to
develop and test data collection plans for the NHHCS and the
hospice and home health agency part of the 1991 National
Health Provider Inventory (NHPI). Because of this dual
purpose, there were two elements of interest in the Feasibility
Study: the agency providing the service (the NHPI part) and
the client or patient served (the NHHCS part). Although this
dual nature is evident throughout the Feasibility Study, this
report will concentrate on the NHHCS part of the study.

Sampling frame and sample selection

The sampling frame and sample selection for the Feasi-
bility Study are summarized in table A. The agency sampling
frame was a list of hospices and home health agencies
developed from lists of agencies provided by States, the
Medicare Provider of Service file of the Health Care Financing
Administration, and national directories created by trade groups
and other organizations. Based on this sampling frame, it was
estimated that there were approximately 1,600 hospices and
10,000 home health agencies in the United States. The client
sampling frames were lists of current and discharged clients
(or patients) that were constructed by the interviewer at the
time of the interviewer’s visit to the agency. See appendix III
for copies of the forms used to construct these patient lists.

The design used to select the sample for the Feasibility
Study was a multi-stage design similar to that planned for the
NHHCS. The first stage consisted of eight purposively selected

Table A. Sample selection for the Feasibility Study for the
National Home and Hospice Care Survey

Sampling frame sources
Agencles:
Lists from States
Medicare Provider of Service File
National directories
Clients:
Lists constructed by interviewer

Sample selection

Primary sampling units (8)
Agencles (192)
Hospices (80)
Home health agencies (112)
Clients—selected from 96 agencies
Current patients (4 per agency)
Discharges (4 per agency)

[

areas called primary sampling units (PSU’s). These PSU’s
were geographically dispersed throughout the contiguous United
States and included urban and nonurban areas. Within each of
the eight PSU’s, the frame was sorted by ZIP Code and type of
agency (hospice or home health agency). A systematic random
sample of 192 agencies was selected from these areas—24 (10
hospices and 14 home health agencies) in each PSU. These
agencies were used to test the questionnaires and procedures
for the NHPI. Half (96) of these agencies were randomly
selected for the NHHCS part of the Feasibility Study. Lists of
current clients and of discharges were constructed for these
agencies. Client information was obtained from a systematic
sample of four current patients and four discharges that were
on these lists.

Data collection instruments

Three questionnaires and two listing forms were used in
the Feasibility Study: an Agency Questionnaire, an Adminis-
trator’s Questionnaire, a Client Questionnaire, a Current Client
Listing Form, and a Discharged Client Listing Form. These
data collection instruments are shown in appendix III. The
questionnaires were used to collect data about the agencies,
the clients (or patients) served, and the services provided
(table B). The listing forms were used by the interviewers to
aid in selecting the samples of current clients and of discharges.

The Agency Questionnaire included the types of agency
data that were to be collected primarily through the NHPI.
This information included identification, operating status, type
of ownership, Medicare and Medicaid certification, and main-
tenance of clinical records by the agency. Also included were
questions on the types of services provided by the agency, the
types of personnel providing the services, the types and
numbers of clients served, and the number of visits made to
clients during the previous year.

Table B. Questionnaires used and information obtained for the
Feasibility Study for the National Home and Hospice Care Survey

Agency Questionnaire Client Questionnaire

(NHPI) (NHHCS)
Agency data Demographic characteristics
Services provided Administrative data
Personne! Family and home environment
Client data Sources of referral

Health status
Functional status
Services provided
Payment information

Administrator's Questionnaire
(NHHCS)
Agency data
Client data




The Administrator’s Questionnaire was a shortened ver-
sion of the Agency Questionnaire and included agency data
that were to be collected through the NHHCS. This is summa-
rized in table C. Included are identification information, type
of ownership of the agency, primary service category of the
agency, maintenance of clinical records, and Medicare and
Medicaid certification. Questions were also asked about the
types and numbers of clients served and discharges that
occurred during the previous year. '

The Client Questionnaire, which was also to be used in

“the NHHCS, collected data on current and discharged clients.
As shown in table D, this questionnaire obtained information
about the client’s demographic characteristics; family and
home environment, including where and with whom the client
was living; services provided to the clients, including number
of visits made fo the client by agency staff; health and
functional status of the clients, including presenting diagnoses;
charges and sources of payment for the services provided;
sources -of referral to the agency; date of enrollment and, for
discharged clients, date, status, and reason for discharge. In
order to determine data availability, sources of the information
used to answer the items on the client questionnaire were
collected by asking the respondent if the information was
obtained from the client’s primary record, from a supplemen-
tary record, from the respondent’s personal knowledge, or
from consultation with another staff member.

The Current and Discharged Client Listing Forms were
used to list each client to aid in selecting the client samples.
The date of enrollment was listed for each current client and
the date of discharge was listed for each discharged client.

Data collection methods

The data collection methods for the Feasibility Study are
summarized in figure 1. The Feasibility Study was done in two

Table C. Information collected through the Administrator’s
Questionnaire for the Feasibility Study for the National Home
and Hospice Care Survey

Agency data
Identification information Primary service category
Agency name, address, and Hospice

telephone number Home heaith care
Mailing and location Hospice and home health care equal
Administrator's name, title, and Other :
telephone number

Clinical records

Table D. Information collected through the Client Questionnaire
for the Feasibility Study for the National Home and Hospice Care

Survey
Demographic characteristics Administrative data
Date of birth Date of enroliment
Sex For discharges only:
Race Date of discharge
White Discharge status
Black Alive
American Indian, Eskimo, Aleut Deceased

Asian, Pacific Islander
. Other
Hispanic origin
Marital status
. Married
Widowed
Divorced
Separated
Never married

Family and home environment
Living children present
Family involved in providing care
Primary caregiver present

Relationship to client
Spouse
Parent
Child
Other relative
Neighbor
Friend
Volunteer group
Cther

Whoere client living
Private residence
Rented room, boarding house
Retirement home
Health facility
Other
With whom fiving
Alone
With others (family, nonfamily)
Safety assessment done of home

Sources of referral
Self or family
‘Nursing home
“Hospital
Physician
Health department
Other

Functional status

Vision

Hearing

Activities of dalily living
Bathing
Dressing
Eating
Transferring
Walking
Using toilet room

Instrumental activities of

daily living

Doing light housework
Handling money
Shopping for groceries/clothes
Using telephone
Preparing meals
Taking medication

Reason for discharge (narrative)
Social Security Number

Payment information
Sources and amount billed
Private insurance
Own income, family support, efc.
Medicare
Medicaid
Religious organizations,
foundations, volunteer agencies
No charge
Other ;
Care paid by Medicare or private
insurance hospice benefit

Services provided
Services provided to family?
Number of visits made to client
Days of respite care provided
Services to client:
Personal care
Nursing services
Physician services
Other medical services
Mental health services
Social services
Physical therapy
Occupational therapy
Speech and hearing therapy
Vocational rehabilitation
Special education
Nutritionist services
Sheltered employment
Homemaker-household services
Transportation
Meals on wheels
Recreational servicés
Housing services
Protective overnight services
Medication
Other services

Health status
Diagnosis at enroliment
Primary
Secondary (up fo six)
Bladder and bowel status
Catheter/ostomy
Continence
Mental stafus
Behavioral problems
Disorientation/memory
impairment
Psychiatric symptoms affecting
daily functioning

Ownership Maintained by agency?
Independent agency Where kept (at this location or at
Part of chain another location)
Owned/operated by: For current/active clients

Hospital For discharges
Nursing home
Federal, state, or local Certification
health department or agency Medicare
er Medicaid
Client data
Active clients served during 1989 Discharges during 1989

Number of hospice-only clients

Number of home health care-
only clients

Number of clients that were both
home heatlth care and hospice
clients

Number of hospice discharges
Number of home health care
discharges

phases. In Phase I (the NHPI part) the Agency Questionnaire
was mailed to all of the 192 sampled agencies. Half of these
agencies were randomly selected to receive a prenotification
letter. This was sent out 1 week before the main mailing, that
consisted of a letter from NCHS explaining the survey, an
Agency Questionnaire, and letters of endorsement from the
National Hospice Organization and the National Association
of Home Care. (Copies of the letters used are shown in
appendix III.) Agencies not responding to the first mailout



Mailout to:

112 home health agencies
80 hospices

Nonrespondents:

Second mailout
Telephone contact

PHASE | ?ﬁggcl:y Questionnaire

PHASE Il Administrator’s

Intervi t
Questionnaire (NHHCS) merview a

56 home health agencies
40 hospices
Interview at:

28 home health agencies
20 hospices :

Current clients (4\facility)
Discharges (4\facility) Self- administration at:

28 home health agencies

20 hospices

Verification of half of
questionnaires:

Figure 1. Data coliection methods for the Feasibility Study for
the National Home and Hospice Care Survey.

received a second mailed questionnaire with a reminder letter.
If no response was received to the second mailout, a telephone
contact was made with the agency. An interview was then
conducted by telephone in which the information on the
Agency Questionnaire was obtained. Half (96) of the agencies
selected for Phase I were randomly selected to participate in
Phase 1T (the NHHCS part). Seven home health agencies and
five hospices were selected in each of the eight PSU’s. These
96 agencies were then randomly assigned to 1 of 2 groups.
Interviewers contacted both groups by telephone to gain their
participation and to set up an appointment with the agency
administrator.

At the appointed time, the interviewer met with the
agency administrator to conduct the interview using the Admin-
istrator’s Questionnaire. With the cooperation of the agency
staff, the interviewer constructed two client sampling lists: one
of current clients and one of discharges. The Current Client
Listing Form and the Discharged Client Listing Form were

used for this process. Current clients were those clients who

were on the rolls of the agency on the calendar day immedi-
ately preceding the day that the interviewer visited the agency.
The discharges that were listed were those that occurred
between January 1, 1989, and December 31, 1989. If a person
was discharged more than once during the year, each discharge
was listed separately. However, persons who were admitted
and discharged on the same day were not included in the list of
discharges. In agencies selected as home health agencies only
home health clients were listed; only hospice clients were
listed in agencies that were selected for the sample as hos-
pices. Using a programmable calculator, the interviewer drew
a systematic random sample of four current clients and four
discharges. In the agencies assigned to the first group, the
interviewer obtained the information on the Client Questionnaire
for each of the sampled clients by interviewing a member of
the agency staff designated by the administrator. In the agen-
cies assigned to the second group, the interviewer trained a
designated staff member how to complete the Client

Questionnaire. The questionnaires were then left for self-
administration. In both groups the staff member providing the
information was to refer to each client’s medical record when
answering the questionnaires. When the interviewer returned
to the second group of agencies to collect the completed Client
Questionnaires, the interviewer verified the information reported
in half of the questionnaires by interviewing the staff member
who completed them or by abstracting the data from the
patient’s medical records.

Results of the Feasibility Study

Results of the Feasibility Study are summarized in table E.
The most important finding was that data about hospices,
home health agencies, and the patients they serve are available
and can be collected through a national survey. Of the 96
agencies that were selected for Phase II, all were able to
complete the Administrator’s Questionnaire. Moreover, 82
agencies (85 percent) completed the sampling lists and client
questionnaires. Some changes were made for the NHHCS
based on the experiences gained from the Feasibility Study—
both to the questionnaires and to the procedures used for the
survey. ‘

The changes that were made to the data collection instru-
ments are shown in detail in table F. A shortened version of
the Administrator’s Questionnaire, referred to as the “Facility
Questionnaire,” would be used to collect the information
needed about the sampled agencies. Clients of the agencies
would more correctly be referred to as “patients.” Since
results of the Feasibility Study indicated that using only one
questionnaire for the two different types of patients (current
and discharged) was confusing, two questionnaires (one for
current patients and one for discharges) would be used to
collect patient information, The Current and Discharged Client
Listing Forms were renamed the Current Patient Sampling
List and the Discharged Patient Sampling List. Since the date
of enrollment of current patients was not needed, and was not
always readily available at the listing stage, this item was
deleted from the Current Patient Sampling List. However, the
date of discharge was retained on the Discharged Patient

Table E. Results of the Feasibility Study for the National Home
and Hospice Care Survey

Data about hospices and home health agencies are available and can be
collected through a National survey

Changes in data collection instruments
One Facility Questionnaire, two Patient Questionnaires, two sampling
lists to be used
Facility Questionnaire:
Less patient information collected
Additional information to be collected on services and staff
Patient Questionnaires:
Rewording of questions to allow for infants, children, comatose
and very debilitated patients
Revision of many questions
Additional information collected

Changes in procedures
Entire survey will be interviewer-administered
All hospice and home health patients eligible
Reference period for discharges changed
Patient sampling done using sampling lists and table of random numbers




Table F. Changes made in the data collection instruments for the
National Home and Hospice Care Survey as a resulit of the
Feaslbility Study

Data collection Feasibility Study:
instruments used Agency Questionnaire
Administrator’s Questionnaire

Current Client Listing Form
Discharged Client Listing Form
Client Questionnaire
Changed to:
Facility Questionnaire
Current Patient Sampling List
. Discharged Patient Sampling List
. Current Patient Questionnaire
Discharged Patient Questionnaire
Information collected “Clients” (Feasibility Study) will be
referred to as “patients”

Questions on clinical records dropped
Ql:jesﬁon about number of discharges
rop v

Reference time period for current
(active) patients changed

Ownership categories revised .

Questions on selected services added

Questions on facility staff added

Facility information
questionnaire

Date of enroliment for current clients
(patients) dropped.

Patient Sampling Lists

Patient information
questionnaires

Demographic characteristics:
Age of patient asked if date of birth
not available
Administrative data:
Discharge status included in reason
for discharge question
Reason for discharge question
modified
Category about assessment only
added
Family and home environment:
Question on family involvement in
providing care dropped
Question about safety assessment
dropped
Relationship of primary caregiver to
patient categories revised
Where patient living categories
revised ’
Question about primary caregiver
living with patient added
Questions on next of kin added
Sources of referral categories
revised
Payment information:
Amount billed not collected for each
source of payment
Sources of payment categories
revised
Question on primary source of
payment added
Services provided:
Question on services provided to
family dropped
Services provided categories
revised
Health status:

Questions on mental status
dropped .
Questions on bladder and bowel

status revised
Question on current (or discharge)
diagnosis added
Question on special aids added
Question on types of staff that
provided services added

Sampling List since it would be used in determining which
discharges are eligible for the sample.

Several changes were made in the content of the question-
naires. The Facility Questionnaire would collect only agency
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information needed for the survey; therefore, the questions on
clinical records were dropped since they had served their
purpose for the Feasibility Study. Less patient information
would be collected on the Facility Questionnaire—only the
information needed to determine if the agency was eligible to
participate in the survey would be necessary. The questions
about agency ownership and operation were revised and
questions about selected services and the agency staff were
added.

Many of the items on the patient questionnaires were
re-worded to allow for the fact that hospices and home health
agencies serve a wider variety of patients (for example, a
wider age group) than are usually served by more traditional
long-term care facilities. Some items were revised in order to
collect better or more complete data. Some questions were
dropped; others were added. Additional information to be
collécted include the identification of “assessment only”
patients, the collection of current or discharge diagnoses (in
addition to diagnoses at admission), information on special
aids used by each patient, the types of staff that provided
services to each patient, and information on each patient’s
next of kin. “Assessment only” patients were those who had
been admitted by the hospice or home health agency for an
assessment or determination of eligibility for services but were
not actually provided services by the agency (for example,
they may not have met the requirements of the agency for
provision of services or they may have elected not to receive
services from the agency). The next of kin information was
added as a Pretest item to determine the availability of this sort
of information for use in future follow-up studies. Procedural
changes and changes made in data collection methods are
detailed in table G. In the Feasibility Study, patient informa-
tion was collected through two different methods: personal
interviewer and self-administered questionnaires. Although
Pparticipation in the Feasibility Study did not differ signifi-
cantly between the two groups, the completeness of the
questionnaires was significantly higher for the interviewer-
administered group (96 percent) than for the self-administered

Table G. Changes made In the procedures for the National Home
and Hospice Care Survey as a result of the Feasibility Study

All questionnaires would be completed by personal interview:
Better completion rate
More uniformity of data
Less respondent burden

All hospice and home health patients admitted to and served by an
agency would be eligible for the survey regardless of how the agency
was categorized (hospice or home health agency)

Changes in reference period for discharges:

Discharges during a 12-month period ending at midnight of the
day immediately preceding the day of the interviewer’s visit
to the agency

Discharges for an episode of care of less than one day would
be included

Changes in patient sampling:
Number of current patients and of discharges sampled increased
from four to five
Total number of patients listed on sampling lists used in selecting
sample (rather than numbers reported on Agency Questionnaire)
Sample Selection Table used rather than a programmable calculator to
select sample patients and discharges




group (91 percent) (2). Other advantages of an interviewer-
administered survey over a self-administered survey included
the higher motivation of the interviewers to obtain quality
data, a more thorough and uniform training of the interviewers
than was possible with agency staff, less respondent burden
since the interviewer would handle all of the paperwork
necessary for the survey, and no need for the interviewers to
return to the agencies to pick up the completed questionnaires
(or to rely on the agency personnel to mail them in). It was,
therefore, decided that the National Survey would be entirely
interviewer-administered. :

Another change that was made as a result of the Feasibil-
ity Study concerned the type of patient that was eligible for the
survey. In the Feasibility Study, only home health patients
were selected from facilities that were selected as home health
agencies and only hospice patients were selected from facili-
ties that were selected as hospices. However, it was found that
many agencies served both types of patients. In addition, the
Feasibility Study showed that agencies often changed or
expanded the focus of their service. For example, agencies that
previously served only hospice patients may expand their
focus to also serve home health patients (or even change their
focus to only serve home health patients). Therefore, it was
decided that all hospice and home health patients admitted to
and served by an agency would be eligible for the National
Survey.

The reference period for discharges was also changed. For
the Feasibility Study, all discharges that occurred during the
previous calendar year (January 1, 1989-December 31, 1989)
were in scope for the survey. This was changed to all dis-
charges that occurred during a 12-month period ending at
midnight of the day immediately preceding the day of the
interviewer’s visit to the agency. For example, if the interviewer
would visit the agency on September 11, 1991, the reference
period for the discharges from that agency would be September
11, 1990-September 10, 1991. Many agencies did not have

discharge information readily available if the discharges had
occurred more than a year before the interviewer’s visit. By
changing the reference period in this way, it was felt that more
complete and more current discharge data would be obtained.

Another change that was made regarding discharges was
accepting discharges for an episode of care that lasted less
than one full day. This change would give more accurate
information about services provided by these agencies,
especially by hospices, since, for example, some patients
admitted to a hospice could die (and thus be discharged) on
the same day as they were admitted.

Changes were also made to the sampling procedures at
the patient level. For the Feasibility Study, a systematic
sample of four current patients and four discharges was
selected from each agency. This was increased to five current
patients and five discharges. Since the sampling interval for
the Feasibility Study was determined by means of a program-
mable calculator, the total numbers of current patients and of
discharges: were needed in order to program the calculators.
For the Feasibility Study, these numbers were obtained from
the Agency Questionnaire (that had been completed before the
interviewer’s visit) for each agency. If the numbers used in the
program differed by more than 50 percent from the actual
number (obtained from the current patient and discharged
patient listings), the interviewer had to stop the interviewing
process and call the home office for instructions on how to get
the correct sampling interval. This problem occurred in over
25 percent of the cases during the Feasibility Study (2).
Therefore, a Sample Selection Table, determined from random
numbers, was created for use in sampling patients. The total
number of current patients and/or discharges was determined
from the respective listing and a space was added to record
this number on each listing form. Using this number, the
interviewer then referred to the Sample Selection Table to
determine which current patients and discharges should be
included in the sample:



Pretest for the National
Home and Hospice Care
Survey |

The Pretest, the “dress rehearsal” for the NHHCS, was
conducted in 1991 by the U.S. Bureau of the Census as the
data collection agent. The purpose of the Pretest was to
evaluate all aspects of the data collection plans that were to be
used in conducting the National Survey, including the meth-
ods, procedures, interviewer training materials, data collection
instruments, and other survey materials.

Sampling frame and sample selection

The sampling frame and sample selection for the Pretest
are summarized in table H. The facility sampling frame was
the mailing list for the 1991 National Health Provider Inven-
tory (NHPI) and a list compiled from State directories repre-
senting those places that opened for business after the NHPI
list was completed. A total of 100 agencies was selected for
the Pretest. The patient sampling frames were lists of current
and discharged patients that were constructed by the inter-
viewer at the time of the interviewer’s visit to the agency.

The ultimate sampling unit for the Pretest was the patient
served by each agency. The design used to select the patients
was a multi-stage design similar to that used in the Feasibility
Study. The first stage consisted of five purposively selected
areas or primary sampling units (PSU’s) that were geographi-
cally dispersed throughout the contiguous United States and
that included agencies in urban and nonurban locations. The
second stage consisted of a systematic selection of 20 agencies
(8 hospices and 12 home health agencies) within each area.
The third stage of sample selection consisted of a systematic
probability sample of five current patients and five discharges.
This was done using a sample selection table and lists of

Table H. Sample selection for the Pretest for the National Home
and Hospice Care Survey

Sampling frame sources

Agencies:
Mailing list for 1991 National Health Provider Inventory
State directories

Patients
Lists constructed by interviewer

Sample selection

Primary sampling units (5)
Agencies (100)

Hospices (40)

Home health agencies (60)
Patients

Current patients (5 per agency)

Discharges (5 per agency)

current patients and discharges that were prepared by the
interviewer during the visit to the agency.

Data collection instruments

Three questionnaires and two sampling lists were used in
the Pretest: a Facility Questionnaire, a Current Patient Ques-~
tionnaire, a Discharged Patient Questionnaire, a Current Patient
Sampling List, and a Discharged Patient Sampling List. These
data collection instruments are shown in appendix IV. The
questionnaires were used to collect data about the agencies,
the patients served, and the services provided (see table J). All
of the questionnaires in the Pretest were completed by personal
interview. The sampling lists were used as worksheets by the
interviewers to aid in selecting the samples of current patients
and of discharges.

Agency data were collected through the Facility Question-
naire and included identification information, type of owner-
ship, and Medicare and Medicaid certification. The Facility
Questionnaire also included a few questions on the types of
services provided and the types of personnel providing the
services. This is summarized in table K.

The Current and Discharged Patient Questionnaires were
very similar. Two separate questionnaires were used, however,
because results of the Feasibility Study indicated that using
only one questionnaire for the two different types of patients
was confusing. The information collected through these ques-
tionnaires is shown in table L. Data were collected about each
patient’s demographic characteristics, including where and

Table J. Questionnaires used and information obtained for the
Pretest for the National Home and Hospice Care Survey

Facility Questionnaire
Agency data
Patient data
Staffing data

Patient Questionnaires

Current Patient Questionnaire and
Discharged Patient Questionnaire:
Demographic characteristics
Administrative data
Family and home environment
Sources of referral
Health status
Functional status
Services provided
Service providers
Payment information




Table K. Information collected through the Facility Questionnaire
for the Pretest for the National Home and Hospice Care Survey

Table L. Information collected through the Patient Questionnaires
for the Pretest for the National Home and Hospice Care Survey

Agency data
Identification information Primary service category
Agency name, address, and Hospice
telephone number Home health agency

Administrator’s name, title, and
telephone number

Hospice/home health care equal
Other

Ownership/operation Services provided
Ownership Bereavement care
For profit Pastoral care
Nonprofit
State or local government Number of volunteers
Federal Government
Other Certification
Operated by hospital Medicare
Operated by nursing home Medicaid
Part of a group of facilities
Patient data

Number of patients served during past 30 days
Hospice patients Home health care patients

Staffing data

Information obtained about each type of staff (listed below)

Number of full-time staff Hours worked in last 7 days
On payrall By all payroll staff
Budgeted positions that are vacant By nonpayroll staff

Number of part-time staff

On payroll Visits made in last 7 days by all
Budgeted positions that are vacant staff
Type of staff
Physicians Dieticians/nutritionists

Registered nurses
Llcensed practical or

vocational nurses
Nursing aides and attendants
Home health aides
Homemakers/personal caretakers

Occupational therapists

Speech pathologists and
audiologists

Physical therapists

Social workers

Health educators

Other health care providers

with whom they lived; services provided to the patients and
the types of personnel that provided the services; health and
functional status of the patients, including admitting and
current or discharge diagnoses; charges and sources of pay-
ment for the services provided; sources of referral to the
agency; date of admission and, for discharged patients, date
and reason for discharge.

The Current and Discharged Patient Sampling Lists were
used to list each patient to aid in selecting the patient samples.
After each list was constructed, the total number of current or
discharged patients was determined. Using these lists and the
sample selection table (shown in appendix IV), the interviewer
was able to determine which current patients and discharges to
select for the sample.

Data collection methods

The Pretest began with the mailing of a letter to the
administrators of the sampled agencies to inform them of the
survey (see appendix IV). About a week after the letters were
mailed an interviewer contacted each agency by telephone to
check that the letter was received, discuss the survey, and to
set up an appointment with the agency administrator.

At the appointed time, the interviewer met with the
agency administrator to conduct the interview using the Facil-
ity Questionnaire. Since the staffing information was quite

Demographic characteristics
Date of birth (or age)
Sex
Race
White
Black
American Indian, Eskimo, Aleut
Asian, Pacific Islander
Other
Hispanic origin
Marital status
Married
Widowed
Divorced
Separated
Never married

Family and home environment
Living children present
Primary caregiver present
Relationship to patient
Spouse
Parent
Child
Daughter/son-in-law
Other relative
Neighbor
Friend
Volunteer group
Other
Living with patient?
Where patient living
Private residence
Rented room, boarding house
Retirement home
Board and care or residential
care facility
Hospice inpatient
Other health facility
Other
With whom living
Alone
With others (family, nonfamily)
Next of kin information

Functional status
Vision
Hearing
Activities of daily living
Bathing
Dressing
Eating
Transferring
Walking
Using toilet room
Instrumental activities
of daily living
Doing light housework
Handling money
Shopping for groceries/clothes
Using telephone
Preparing meals
Taking medication

Health status
Admission diagnosis
Primary
Secondary (up to five)
Current or discharge diagnosis
Primary
Secondary (up to five)
Bladder and bowel status
Catheter/fostomy
Continence
Special aids used:
Eye glasses
Dentures
Hearing aid
Wheelchair
Cane
Walker
Crutches
Brace
Other

Administrative data
Date of admission
Assessment only done
For discharges only:
Date of discharge
Reason for discharge
Recovered
Stabilized
Moved out of district
Deceased
Admitted to hospital
inpatient service
Admitted to nursing home
Other
Social Security Number

Payment information
Amount billed (including none)
Sources of payment (primary, all)
Private insurance
Own income, family support, etc.
Supplemental Security Income
Medicare
Medicaid
Other government assistance or
welfare
Religious organizations, foundations,
agencies
Veterans' Administration compensation
Not yet determined
Other

Sources of referral
Selfffamily
Nursing home
Hospital
Physician
Health department
Social service agency
Other

Services provided

Number of visits made

Services:
Dietary/nutritional services
Occupational/vocational therapy
Speech therapy/audiology
Homemaker/companion services
Meals on wheels
Transportation
Enterostomal therapy
Counseling
Medications
Respite care
High-tech care
Referral services
Personal care
Skilled nursing services
Physician services
Social services
Physical therapy
Other services

Service providers
Physicians
Registered nurses
Licensed practical or vocational nurses
Nursing aides and aitendants
Home health aides
Homemakers/personal caretakers
Occupational therapists
Speech pathologists wdiologists
Physical therapists
Social workers
Health educators
Other providers




extensive, a separate worksheet was available that the admin-
istrator or other agency staff member could complete while the
interviewer continued with the rest of the survey. This work-
sheet was to be collected by the interviewer before leaving the
agency. :

After the Facility Questionnaire was completed, the inter-
viewer, with the cooperation of agency staff designated by the
administrator, constructed two lists: one of current patients
and one of discharges. The Current Patient Sampling List
(CPSL) and the Discharged Patient Sampling List (DPSL)
were available for this purpose. These lists are shown in
appendix IV. Current patients were those patients who were on
the rolls of the agency on the evening before the day of the
survey. The discharges listed were those that occurred during
the 12 months before the day of the survey.

Some agencies already had lists available that the inter-
viewer could use. Other agencies, especially those with com-
puter capabilities, offered to generate computer lists for the
interviewer. In these cases, the interviewer used the agency
lists rather than creating the lists by hand. After the lists were
completed (whether they were interviewer-generated or agency-
generated), the interviewer checked them for completeness
and accuracy. If the lists were not complete, the interviewer
added any patients (or discharges) that were missing. Simi-
larly, the interviewer deleted any patients (discharges) that
were on the lists but were out of scope for the Pretest. The
interviewer completed Step 3 of each sampling list that asked
for the total number of patients or discharges listed. Then,
using a sample selection table, the interviewer drew a system-
atic sample of five current patients and five discharges. In
agencies with fewer than five current patients (or discharges),
all patients (discharges) were selected for the respective
sample.

The interviewer then obtained the information on the
Current and Discharged Patient Questionnaires for each of the
sampled patients by interviewing a member of the agency
staff. The staff member was to refer to each patient’s medical
record to obtain the information in the questionnaires. At no
time were the patients themselves contacted. The interviewers
were instructed to complete as much of the interviewing
procedure as possible in one visit; return visits were discour-
aged since one purpose of the Pretest was to determine how
much information could be obtained in only one visit to the
agency.

When all the interviews were completed, the interviewer
returned to the administrator to collect the Facility Staff
Worksheet (if applicable) and to leave a thank-you letter,
thanking the administrator for his or her time and cooperation.
A copy of this letter is in appendix IV.

Resulits of the Pretest

Very few changes were made as a result of the Pretest for
the National Home and Hospice Care Survey. Changes made
to the data collection instruments and to the procedures are
summarized in table M.

The item in the Facility Questionnaire asking for the
primary service category of the agency was deleted. Instead,
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Table M. Changes made in the data collection Instruments and
procedures for the National Home and Hospice Care Survey as a
result of the Pretest

Changes to data collection instruments

Facility Questionnaire Question on primary service category dropped
Questions on services provided added
Questions on certification revised
Questions on patients served revised
Staffing data:
Reference time period changed
Staff categories revised
Patient Sampling Lists  Line number and patient identifier listed
for sampled patients
Discharged Patient Sampling List:
Dates of reference period added
Dates of partial listing added
(if applicable)
Patient Questionnaires  Question on type of care received added
Family and home environment:
Question on living children dropped
Questions on next of kin dropped
Where patient living categories revised
Special aids categories revised
Services provided categories reordered
Types of staff that provided services
revised and reordered

Changes to procedures

Number of current patients and of discharges sampled increased from five to six
Return visits made to agency if necessary to obtain complete data
Fagcility staffing worksheet could be mailed to interviewer
Changes in reference period for discharges:
Discharges during a 12-month period ending the last day of the month
before the interviewer’s visit to the agency
Listing of discharges for part of a 12-month period accepted

the agency administrator would be asked a series of questions
to determine if the agency currently provides home health
and/or hospice care services, if the agency provided these
types of services to patients during the 12 months before the
interview, and if the agency currently had any active home
health or hospice care patients. If the answers to all three of
these questions were “No,” the agency would be out of scope
for the survey and the interview would be terminated.

The questions on certification status of the agency were
expanded to get more specific information. For the Pretest,
only certification status (Medicare and/or Medicaid) was ascer-
tained. Additional questions would be asked in the National
Survey to determine if an agency is certified as a hospice, a
home health agency, both, or neither,

More information would be obtained on the Facility
Questionnaire about the numbers and types of patients served.
The Pretest asked for the numbers of hospice and of home
health care patients served during the past 30 days. The
National Survey, on the other hand, would ask about the
numbers of current patients and of patients served during the
past 12 months. Separate numbers would be asked for those
served only as hospice patients, only as home health care
patients, and as both hospice and home health care patients.

The question about the agency’s staff would also be
modified slightly. The reference time period would be changed
from the past 7 days to the most recent pay period since
personnel information by pay period was found to be more
readily available. In addition, the categories of type of staff
would be expanded to include additional types of service staff
and administrative staff.



Very few changes would be made to the Patient Sampling
Lists. The interviewer would list the line numbers and the
identifier of the sample patients on the front of the form in
order to make it easier for the agency personnel to pull the
medical records for the sample patients. Space would be added
to the Discharged Patient Sampling List for the dates of the
reference period and, if applicable, the dates of partial listings
(see the following paragraph on procedural changes for more
information).

Some changes would also be made to the Patient Ques-
tionnaires as a result of the Pretest. In order to identify the
numbers of patients receiving hospice or home health care, an
item would be added to the Patient Questionnaires asking for
the type of care the patient received from the agency (hospice,
home health, or other). The questions about living children
and the next of kin item would be deleted from the Patient
Questionnaires. The next-of-kin questions were included in the
Pretest to determine whether this type of information could be
obtained through the NHHCS. The Pretest results indicated
that it is indeed possible to obtain this type of information;
however, it will not be collected by the NHHCS until follow-up
studies will be done. Some questions on the Patient
Questionnaires were revised, mainly by adding additional

categories that were found to be needed based on the results of
the Pretest. Finally, some rewording and reordering of data
items were done to the questionnaires as a result of the Pretest.

The Pretest also indicated the need for some procedural
changes in order to get more complete and valid data. A
sample of six current patients and six discharges would be
selected for the National Survey (compared to five each for the
Pretest). The interviewers would be instructed to make return
visits to the agencies (if necessary) in order to obtain the
information requested. The agencies would be able to mail in
the staffing information collected on the Facility Questionnaire
if additional time was needed to respond to that item. The
reference period for discharges would be changed to the last
12 months as of the last day of the month before the interview
rather than as of the day before the interview. For example, if
the interview were conducted on September 9, 1992, the
reference period for discharges would be September 1, 1991—
August 31, 1992 (rather than September 9, 1991-September 8,
1992, as was done in the Pretest). A list of discharges for less
than a 12-month period would be accepted for sampling as
long as the available time period could be identified and it falls
within the 12-month reference period of the NHHCS.

"



The National Home and
Hospice Care Survey

The National Home and Hospice Care Survey (NHHCS)
began operation in September 1992. This survey is conducted
annually and collects baseline data on the characteristics of
hospices and home health agencies, the patients they serve,
and the types of staff they employ.

Sampling frame and sample selection

The sampling frame and sample selection for the 1992
NHHCS are summarized in tables N and O. The agency
sampling frame is the hospice and home health agency part of
the 1991 NHPI and all agencies that opened for business after
the 1991 NHPI and before June 30, 1992, as identified through
the Agency Reporting System (ARS) (3). A representative
sample of 1,500 agencies was selected. The patient sampling
frames are lists of current patients and discharges that are
constructed by the interviewer at the time of the interviewer’s
visit to the agency. See appendix V for copies of the forms
used to construct these patient lists.

The elementary sampling unit of the NHHCS is the
patient served by the agency. The sampling design used to
select the sample patients is a three-stage design. The first
stage consists of the selection of 198 primary sampling units,
or PSU’s. These PSU’s are the same ones used in the 1985-94
NCHS National Health Interview Survey (NHIS), a survey of
the civilian noninstitutionalized population of the United
States (4). The PSU’s are counties, groups of counties, county
equivalents (such as parishes or independent cities), or towns
and townships (for some PSU’s in New England).

The second sampling stage involves the selection of
agencies within six primary strata. These strata, which are
shown in figure 2, were formed in the 1992 sampling frame on

Table N. Sample selection for the National Home and Hospice
Care Survey

Sampling frame sources
Agencies:
1991 National Health Provider Inventory
Agency Reporting System
Patients
Lists constructed by interviewer

Sample selection

Primary sampling units (198) -
Agencies (1,500)

Hospices (384)

Home health and other agencies (1,116)
Patients

Current patients (6 per agency)

Discharges (6 per agency)
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Table O. Distribution of hospices and home health agencles In
the 1992 National Home and Hospice Care Survey universe
(sampling frame), National Health Interview Survey primary
sampling units, and 1992 survey sample by primary strata and
region

Home heaith and
Hospices other agencies
NHIS Survey NHIS Survey
Agency Universe PSU's sample Universe PSU's sample
Number of agencies
All agencies. ...... 1,014 472 384 7,845 4,055 1,116
Primary strata

Self-representing. . . . 368 351 263 3,226 3,112 568
Non-self-representing

MSA.......... 213 76 76 1,701 710 315

Non-MSA....... 433 45 45 2,918 233 233

Region

Northeast ........ 169 108 89 1,767 1,327 340

Midwest ......... 310 111 85 2,195 877 249

South........... 335 155 132 2,867 1,294 372

West ........... 200 98 78 1,016 557 155

NOTE: PSU is primary sampling unit.

the basis of type of agency, type of PSU, and metropolitan
statistical area (MSA) status of the PSU. Type of agency was
determined from information collected through the NHPI and
the ARS. Four types of agencies were considered for selection
and were placed into one of two groups: (1) hospices and (2)
home health agencies, mixed agencies (those that provide both
types of care), and unknown type of agency (this second group
will be referred to as home health and other agencies). Type of
PSU refers to those PSU’s that are self-representing (SR) in
contrast to those that are non-self-representing (NSR). SR
PSU’s are the largest PSU’s in the United States and were
selected in the NHIS sample with certainty (probability of 1).
NSR PSU’s are those that were not selected with certainty (4).
NSR PSU’s are further subdivided into MSA and non-MSA
status. MSA is a metropolitan statistical area defined by the
U.S. Office of Management and Budget on the basis of the
1980 Census.

Within these six sampling strata, agencies were arrayed
by one or more of the following characteristics: region (North~
east, Midwest, South, and West), type of ownership (for profit,
nonprofit, State or local government, Federal Government, and
other), certification status (certified by Medicare and/or Med-
icaid and not certified), and agency size (number of patients
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Flgure 2. Second stage of sample selection for the National Home and Hospice Care Survey.

currently being served by the agency). These categories are
based on information from the NHPI and the ARS. The
number of agencies selected from each sampling stratum,
shown in table O, was based primarily on the distribution of
agencies in the universe and other research results leading to
the best sample design for the 1992 NHHCS. As shown in
figure 2, hospices in the NSR PSU’s (MSA and non-MSA) and
home health and other agencies in the non-MSA NSR PSU’s
were selected with certainty. Hospices in the SR PSU’s and

Table P. Questionnaires used and information obtained for the
National Home and Hospice Care Survey )

Facility Questionnaire

Agency data
Patient data
Staffing data
Patient Questionnaires

Current Patient Questionnaire and
Discharged Patisnt Questionnaire:
Demographic characteristics
Administrative data
Family and home environment
Payment information
Sources of referral
Functional status
Health status
Services provided
Services providers

home health and other agencies in the MSA NSR PSU’s, and
the SR PSU’s were selected with probability proportional to
the agency size (5).

The third stage of sample selection, sampling of six
current patients and six discharges within each agency, is done
using a sample selection table to obtain systematic probability
samples of current patients and of discharges. The patients and
discharges are selected from sampling lists that the interview-
ers construct for each agency. Current patients are those
patients who are on the rolls of the agency on the evening
before the day of the survey. The discharges that are listed
were those that occurred during the last complete 12-month
period before the month the survey was completed.

The agencies selected for the 1992 NHHCS sample will
be retained for the 1993 and 1994 surveys. The agency sample
will be updated when the ARS reports a significant number of
new agencies. The sample patients and discharges will be
drawn from sampling lists created each year in each sample
agency as part of the survey procedures.

Data collection instruments

Three questionnaires and two sampling lists are used in
the NHHCS: a Facility Questionnaire, a Current Patient Ques-
tionnaire, a Discharged Patient Questionnaire, a Current Patient
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Sampling List, and a Discharged Patient Sampling List. The
data collection instruments used for the 1992 NHHCS are
shown in appendix V. Copies of the instruments used for
subsequent years of the survey will be included in the
appropriate reports. All of the questionnaires are completed by
personal interview. The questionnaires are used to collect data
about the agencies, the patients served, and the services
provided (see table P). The sampling lists are used as work-
sheets by the interviewers to aid in selecting the samples of
current patients and of discharges.

Agency data are collected through the Facility Question-
naire and include identification information, type of owner-
ship, and Medicare and Medicaid certification. The Facility
Questionnaire also includes questions on the numbers and
types of patients served, a few questions on the types of
services provided, and the types of personnel providing the
services. This is summarized in table Q.

The Current and Discharged Patient Questionnaires are
very similar to each other and to the questionnaires used in the
Pretest. Based on results of the Pretest, the ordering of some
questions was changed, additional response categories were
added to some items, and an item identifying the type of care

Table Q. Information collected through the Facllity Questionnaire
for the National Home and Hospice Care Survey

Agency data

Identification information Services provided

Agency name, address, and
telephone number

Administrator's name, title, and
telephone number

Home health or hospice care
Currently
.During last 12 months
Bereavement care

Pastoral care
Ownership/operation
Ownership Number of volunteers
For profit
Nonprofit Certification
State or local government Medicare
Federal Government As home health agency
Other As hospice
Operated by hospital Medicaid
Operated by nursing home As home health agency
Part of a group of facilities As hospice
Patient data
Number of patients served during Number of patients currently
past 12 months being served

Home health only

Home health only

Hospice only Hospice only
Both hospice and home health Both hospice and home health
. Staffing data

Information obtained about each type of staff (listed below)

Number of full-time staff
On payroll

Budgeted positions that are vacant

Number of part-time staff
On payroll

Budgeted positions that are vacant

Type of staft
Physicians
Registered nurses
Licensed practical or

vocational nurses

Nursing aides and attendants
Home health aides
Homemakers/personal caretakers
Dieticians/nutritionists
Occupational therapists

Speech pathologists and audiologists
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Hours worked during last pay
period
By all payroll staff
By nonpayroll staff

Visits made during last pay period
by all staff

Physical therapists

Social workers

Health educators
Pastoral/bereavement staft
Administrator/director

Case manager/coordinator
Secretarial/clerical :
Qther health personne!
Other personne!

Table R. Information collected through the Patient
Questionnaires for the National Home and Hospice Care Survey

Demographic characteristics Administrative data
Date of birth (or age) Date of admission
Sex Assessment only done
Race For discharges only:
White Date of discharge
Black Reason for discharge
American Indian, Eskimo, Aleut Recovered
Asian, Pacific Islander Stabilized
Other Moved out of district
Hispanic origin Deceased
Marital status Admitted to hospital inpatient
Married service
Widowed Admitted to nursing home
Divorced Other
Separated Social Security Number
Never married Type of care received
Home health care
Family and home environment Hospice care
Primary caregiver present Other
Relationship to patient
Spouse Payment information
Parent Amount billed (including none)
Child Sources of payment (primary, all)
Daughter/son-in-law Private insurance
Other relative Own income, family support, etc.
Neighbor Supplemental Security Income
Friend Medicare
Volunteer group Medicaid
er Other govemment assistance or
Living with patient? welfare

Where patient living

M Religious organizations,
Private residence

foundations, and agencles

Rented room, boarding house Veterans' Administration compensation
Retirement home Not yet determined
Board and care or residential care Other
facility
Health facility Sources of referral
Other Selfffamily
With whom living Nursing home
Alone Hospital
With others (family and nonfamily) Physician
Health department
Functional status Social sesvice agency
Vision Other
Hearing
Activities of daily living Services provided
Bathing Number of visits made
Dressing Services:
Eating Skilled nursing services
Transferring Personal care
Walking Social services
Using toilet room Counseling
Instrumental activities of daily living Medications

Doing light housework Physical therapy

Handling money Homemaker/companion services
Shopping for groceries/clothes Respite care
Using telephone Referral services
Preparing meals Dietary/nutritional services
Taking medication Physician services
High-tech care
Health status Occupationalfvocational therapy
Admission diagnosis Speech therapy/audiclogy
Primary Transportation
Secondary (up to five) Enterostomal therapy
Current or discharge diagnosis Meals on wheels
Primary Other services
Secondary (up to five)
Bladder and bowel status Service providers
Catheter/ostomy Regi nurses
Continence Licensed practical or vocational
Special aids used: nurses
Eye glasses Nursing aides and attendants
Dentures Home aides
Hearing aid Homemakers/personal caretakers
Wheelchair Social workers
Cane Physical therapists
Walker Physicians )
Crutches Occupational therapists
Brace - Speech pathologists/audiologists
Oxygen Dieticians/nutritionists
Hospital bed Health
Commode Volunteers
Other Other providers



provided to the patient (home health, hospice, or other) was
added. The information collected through these questionnaires
is shown in table R. Data are collected about each patient’s
demographic characteristics, including where and with whom
they lived; services provided to the patients and the types of
personnel that provided the services; health and functional
status of the patients, including admiiting and current or
discharge diagnoses; charges and sources of payment for the
services provided; sources of referral to the agency; date of
admission; and for discharged patients, date and reason for
discharge.

The Current and Discharged Patient Sampling Lists are
used to list each patient to aid in selecting the patient samples.
After each list is constructed, the total number of current or
discharged patients is determined. Using these lists and the
sample selection table (shown in appendix V), the interviewer
is able to determine which current patients and discharges to
select for the sample.

Data collection methods

Although the NHHCS is an annual survey, it is not
operated continuously throughout the year. The NHHCS is
conducted once a year during a 3- to 4-month period, with the
U.S. Bureau of the Census acting as the data collection agent
for NCHS. Before each survey the interviewers undergo
extensive training in survey procedures, using self-study mate-
rials and classroom training. In addition, each interviewer is
given a manual that contains detailed instructions and infor-
mation that can be used to answer respondent questions,
provide detailed definitions of items, and ensure accurate
entries on the data collection forms. o

Training for the NHHCS is done by the U.S. Bureau of
the Census and consists of a supervisors’ conference, a
self-study session, and a classroom training session. The
supervisors’ conference is held centrally and is attended by
supervisors from the 12 Census regional offices. During the
conference the questionnaires and listing procedures are
reviewed, and field and office procedures are discussed.

The self-study sessions are done by each of the interview-
ers (referred to as field representatives or FR’s). These ses-
sions consist of written material that the FR’s review and an
audio tape. The self-study includes information about the
survey objectives, the forms that are used in the survey,
confidentiality procedures, and information on contacting agency
administrators and on resolving problems with the sample or
participation. The audio tape includes examples of calls to
agency administrators; listening to the tape enables the FR’s to
get some practice in calling the administrators and setting up
an appointment.

The classroom sessions are conducted by the Census
supervisors that attended the supervisors’ conference. These
sessions are held in the regional offices. To assure uniformity
of training, each supervisor follows a written script that was
prepared by Census headquarters staff. During the classroom
sessions the FR’s conduct several mock interviews, complet-
ing several facility and patient questionnaires. The FR’s also

complete several patient listing and sampling exercises. Role-
playing exercises, during which the FR’s respond to respondent
questions about the survey, are also part of the classroom sessions.

Each year the survey begins with the mailing of a letter
from the Director, NCHS, to the administrators of the sampled
agencies. The purposes of the letter are to enlist the coopera-
tion of each administrator and to inform the administrator of
the authorizing legislation, purpose and content of the survey,
and its voluntary nature and confidentiality provisions. Letters
endorsing the NHHCS are also enclosed. For the 1992 Survey
an endorsement letter was received from the National Associa-
tion of Home Care (see appendix V). About a week after the
letters are sent, the interviewers contact each agency by
telephone to check that the letter was received and to gain the
participation of the agency. Each interviewer also sets up an
appointment with the agency administrator at this time.

At the appointed time, the interviewer meets with the
agency administrator to conduct the interview using the Facil-
ity Questionnaire. Since the 'staffing information is quite
extensive, a separate worksheet is available that the adminis-
trator or other agency staff member could complete while the
interviewer continued with the rest of the survey. This work-
sheet is either mailed back to the interviewer’s supervisor at
the regional office (a self-addressed stamped envelope is given
to the agency administrator for this purpose) or is collected by
the interviewer before leaving the agency.

After the Facility Questionnaire is completed, the inter-
viewer, with the cooperation of agency staff appointed by the
administrator, constructs two sampling lists: one of current
patients and one of discharges. The Current Patient Sampling
List (CPSL) and the Discharged Patient Sampling List (DPSL)
are available for this purpose. These lists are shown in
appendix V. Current patients are those patients who are on the
rolls of the agency on the evening before the day of the survey.
The discharges that are listed are those that occurred during
the last complete 12-month period—that is, during the 12
months ending the last day of the month before the survey. For
example, if the interview is conducted on September 9, 1992,
the reference period for discharges will be September 1,
1991-August 31, 1992.

Some agencies may already have lists available for the
interviewer to use. Other agencies, especially those with
computer capabilities, may offer to generate computer lists for
the interviewer. In these cases, the interviewer may use the
agency lists rather than having to create the lists by hand.
After the lists are completed (whether they are interviewer-
generated or agency-generated), the interviewer checks them
for completeness and accuracy. If the lists are not complete,
the interviewer adds any patients (or discharges) that are
missing. Similarly, the interviewer deletes any patients (dis-
charges) that are on the lists but are out of scope for the
Survey. Step 3 of each sampling list, which asks for the total
number of patients or discharges listed, is completed. Then,
using the sample selection table, the interviewer draws a
systematic sample of six current patients and six discharges. In
agencies with fewer than six current patients (or discharges),
all patients (discharges) are selected for the respective-sample.
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Steps 6 (number of patients or discharges selected) and 7 (the
sampled patients or discharges) are answered last.

The interviewer then completes the Current and Dis-
charged Patient Questionnaires for each of the sampled patients
by interviewing a member of the agency staff. The staff person
is instructed to refer to each patient’s medical record to obtain
the information in the questionnaires. As in the Pretest, the
patients themselves are not contacted. If necessary, the inter-
viewers will return to the agency to obtain all of the necessary
information.

When all the interviews are completed, the interviewer
returns to the administrator to collect the Facility Staff
Worksheet (if applicable) and leaves a thank-you letter,
thanking the administrator for his or her time and cooperation.
A copy of this letter is in appendix V.

All completed survey materials are reviewed by the
interviewers in the field before being submitted for processing.
Attempts are made at that time to retrieve missing data or to
correct inconsistent data. Quality control is also maintained
through standardized procedures of supervisor observation of
interviews, review of completed questionnaires, and feedback
to interviewers.

Data processing and estimation

After the entire interview process is completed for an
agency, the interviewer sends all forms for that agency to the
supervisor at the regional office where the forms are checked
in and reviewed for completeness. Any Facility Staff Work-
sheets that the regional office receives are attached to the
appropriate Facility Questionnaires. The forms are then sent to
the NCHS data-processing facility in Research Triangle Park,
North Carolina.

Manual editing and coding of data are done centrally by
trained NCHS staff. Diagnoses are coded according to the
International Classification of Diseases, 9th Revision, Clinical
Modification (ICD-9-CM) (6). Up to 12 diagnostic codes are
assigned for each sample patient (a maximum of six at
admission and a maximum of six at the time of the survey or
discharge). After keying, extensive editing is conducted by
computer to assure that all responses are accurate, consistent,
logical, and complete. When necessary, records are reviewed
manually to resolve inconsistencies. In some cases, missing
data are imputed. All imputed data are identified as such on
the data tapes to enable the analyst to distinguish between
imputed data and reported data. After the editing is completed,
the computer is used to calculate and assign weights, ratio
adjustments, recodes, and other related procedures necessary
to produce national estimates from the sample data.

Because the NHHCS is designed to produce national
estimates on the use of home health and hospice care services,
the data must have weights to inflate the sample numbers to
the national estimates. Each record on the final data tapes has
a weight for this purpose. By aggregating these weights,
estimated counts for national data can be obtained. The
weights used to inflate sample data have three principal
components: inflation by the reciprocals of the probabilities of
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sample selection, adjustment for nonresponse, and ratio adjust-
ment fo fixed totals (7).

Inflation by the reciprocals of the probabilities of sample
selection—There is one probability for each stage of sam-
pling: (a) the probability of selecting the PSU, (b) the prob-
ability of selecting the agency, and (c) the probability of
selecting the patient or discharge within the agency. For
example, the probability of selecting a current patient within
an agency is the number of current patients selected divided
by the total number of current patients on the agency’s roster
as of the night before the survey. The overall probability of
selection is the product of the probabilities at each stage. The
inverse of the overall selection probability is the basic inflation
weight.

Adjustment for nonresponse—NHHCS data are adjusted
for three types of nonresponse. The first type of nonresponse
occurs when an in-scope (NHHCS eligible) sample agency
does not respond. This adjustment is a multiplicative factor
that has as its numerator the number of in-scope sample
agencies within each PSU and as its denominator the number
of in-scope agencies that completed an agency questionnaire
in that same PSU. The second type of nonresponse occurs
when an agency does not complete the sampling lists used to
select the patient or discharge samples. This adjustment is a
multi