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Abstract

Background: The World Health Assembly urges members to build palliative care (PC) capacity as an ethical
imperative. Nurses provide PC services in a variety of settings, including the home and may be the only health
care professional able to access some disparate populations. Identifying current nursing services, resources, and
satisfaction and barriers to nursing practice are essential to build global PC capacity.

Objective: To globally examine home health care nurses’ practice, satisfaction, and barriers, regarding existing
palliative home care provision.

Design: Needs assessment survey.

Setting/Subjects: Five hundred thirty-two home health care nurses in 29 countries.

Measurements: A needs assessment, developed through literature review and cognitive interviewing.
Results: Nurses from developing countries performed more duties compared with those from high-income
countries, suggesting a lack of resources in developing countries. Significant barriers to providing home care
exist: personnel shortages, lack of funding and policies, poor access to end-of-life or hospice services, and
decreased community awareness of services provided. Respondents identified lack of time, funding, and
coverages as primary educational barriers. In-person local meetings and online courses were suggested as
strategies to promote learning.

Conclusions: It is imperative that home health care nurses have adequate resources to build PC capacity
globally, which is so desperately needed. Nurses must be up to date on current evidence and practice within an
evidence-based PC framework. Health care policy to increase necessary resources and the development of a

multifaceted intervention to facilitate education about PC is indicated to build global capacity.

Keywords: cancer; community; home health; nursing; palliative care

THE ROLE AND IMPORTANCE of nurses caring for persons
with cancer and other chronic diseases is gaining rec-
ognition." Globally, nurses provide care in various settings,
including hospitals, ambulatory clinics, long-term care, and
homes.>” Home health care requires distinct acknowledg-
ment, as in some remote global areas, nurses may be the only
health care professional able to access geographically dis-
parate populations. Home health care nurses exhibit unique
skills to address multiple health care needs with a special
emphasis on palliative care (PC).*

Delivering home health care nursing across the globe has
challen%ed nurses to assume a range of roles and responsi-
bilities.” Employing a culturally sensitive, patient-centered
approach is the heart of nursing; clarifying contributions in
improving quality of life (QOL) is essential.® Further edu-
cation and deeper recognition of the nurse’s critical function
as leader of the home health care team aid in empowering
nurses wherever they live and work.’

Background

Each year, 40 million people are in need of PC; 14% of
people actually receive it.® In 2014, the World Health As-
sembly incorporated PC into its international agenda urging
member states to build PC capacity as an ethical imperative
“with emphasis on primary health care, community, and
home-based care.”® A 2015 global survey assessing capacity
for prevention and control of noncommunicable diseases
(NCDs) included PC questions for the first time.” The survey
indicated disparity between low- and high-income countries
in lack of PC capacity, health care policy, essential palliative
medication availability, and service provision. Only 36% of
177 participating countries had community PC available (i.e.,
“offered to at least 50% of NCD patients in need’’); only 4%
of low-income countries.'® Effective policy to affect systems
change in PC delivery across all income groups is lacking.

The role of home health care nurses has existed formally
since the 1850s. As health care delivery for NCDs shifts away
from institutions back to the home, community nurses are
well situated to meet growing demands of an aging popula-
tion.'" However, little is known about the global primary PC
practice of community nurses. A small number of studies,
conducted in high-income countries, where PC capacity is
more developed, have explored the role of community nurses
generally'2-'5 or PC specifically.'®™'®

The paucity of research on the community nurse role in the
context of PC provision hinders global progress in the relief
of suffering and improving QOL for patients/families. ““It is
estimated that each death potentially affects the life of, on
average, five people in terms of caregiving and grieving. By
2030, an estimated 74 million deaths will occur/year, in-
creasing the number of people annually affected by death and
dying to 370 million.”"® Policy initiatives to promote PC
integration into community nursing and determine PC edu-
cation needs deserve urgent attention.

Purpose

This needs assessment globally examined home health
care nurses’ duties, satisfaction, barriers, preferred learning
methods, and country differences related to (1) PC develop-
ment and capacity according to criteria identified by Lynch
et al.,”® and (2) income level according to the World Health
Organization (WHO) World Bank.?! Results will inform
development of future educational and training activities and
identify overall and country-specific views and home health
care provision recommendations.

Methods

We employed a convenience sample of home health care
nurses. The Middle Eastern Cancer Consortium invited
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health care professionals from 42 countries to lead and co-
ordinate respective countries’ survey efforts. As recognition
of time and effort, coordinators who collected 215 completed
surveys were included as authors. Each country coordinator
disseminated surveys to targeted home health care nurses by
Survey Monkey e-mail link or paper. Participation was vol-
untary; survey completion inferred consent. The Billings
Clinic Institutional Review Board determined the study ex-
empt as per U.S. regulations.

Instrument development

An extensive literature review examined research regard-
ing home health care nursing duties, barriers, and satisfac-
tion' 1 1415:17-1922225 a4 previously developed PC and home
care needs assessment instruments.'®'>*?7 Six investiga-
tors, consisting of PC and home health care nurses and stu-
dents, reviewed results and developed a question bank.
Cognitive interviews were conducted with a convenience
sample of six U.S.-based home health care nurses to deter-
mine item relevance and clarity, offering editing suggestions.
Country coordinators provided feedback to clarify medical
terminology differences. For example, ‘‘physiotherapy’ was
added to physical therapy; ‘“‘field nurse’’ better identified the
target population. Coordinators translated surveys from En-
glish into Arabic, Spanish, Portuguese, Persian, Turkish,
French, Greek, Russian, Chinese, and Japanese, and back
translated to verify validity.

The final 74-item instrument takes 10-15 minutes to
complete, consists of seven sections, and includes quantita-
tive and open-ended questions addressing nurse demo-
graphics, patient population information, home health care
duties, satisfaction with and barriers to provision of home
health care delivery and PC, community resources available,
barriers to educational opportunities, and desired learning
methods (Appendix Al). Three sections include scales rated
on a 0 to 3 Likert response: (1) Duties rated ‘“‘never’ to
“always’ (22 items), (2) Barriers rated “‘not at all”’ to “‘se-
vere”” (11 items), and (3) Satisfaction rated ‘“‘very dissatis-
fied” to “‘very satisfied”” (14 items).

A letter invited nurses to share perspectives on duties,
conditions, work environment, and challenges faced in carry-
ing out daily nursing functions. Surveys were distributed to
749 nurses globally from November 2017 through April 2018.

Data analysis

A descriptive analysis was conducted on nurse character-
istics (age, sex, type of employment, country of current em-
ployment, highest degree, years of experience), patient care
information (urban-rural classification, socioeconomic clas-
ses, patient age ranges, number of homecare visits per week),
and interdisciplinary team factors (types of support staff,
level of education of supporting staff, disciplines of collab-
oration). Participants not employed as a home health care
nurse were excluded from the analysis.

Items on three survey scales (i.e., duties, barriers, satis-
faction) were analyzed and reported with mean and standard
deviations. Item-response theory was employed to identify
subscales of the three areas (duties, satisfaction, and barriers)
using Eigen-values. An exploratory factor analysis (EFA)
tested associations between subscales and items; correlations
>0.35 were maintained in that domain. Finally, a standard-
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ized value was developed with finalized items, which were
identified in EFA and input from clinical professionals. Five
subscales were identified for duties (PC, education, therapies,
safety and quality, and medical care); four for satisfaction
(patient/family care, access to medications/supplies, provider
communication, religious support), and seven for barriers (lack
of PC services, infrastructure, patient/family communication,
team communication, culture/religion, language, and time).

Palliative care delivery (PCD) level,?® stratified countries
into six levels: group 1 (no known hospice-PC activity),
group 2 (capacity-building activity), group 3A (isolated PC
provision), group 3B (generalized PC provision), group 4A
(hospice—PC services with preliminary integration into
mainstream service provision), and group 4B (hospice—PC
services with advanced integration into mainstream service
provision). Due to small respondent numbers in group 1
countries, groups 1 and 2 were combined. Additionally, coun-
tries were stratified by four WHO income levels (low, lower-
middle, upper-middle, and high) (Table 1).*' Survey subscales
(i.e., duties, satisfaction, barriers) were compared using both
PCD and WHO levels.

Data were entered into SPSS (Statistical Package for the
Social Sciences 24.0) version 22?* Analyses were performed
using SAS version 9.4.%° Chi-squared tests were performed
on binomial/categorical variables for group comparisons.
Analysis of variance was employed to test PCD and WHO
group differences. Statistical significance was set at ¢=0.05.

Results
Demographics

Of 749 respondents, 532 were included in the final anal-
ysis representing 29 countries from 6 continents (81% re-
sponse rate). The average respondent (Table 2) was female
(80.91%), 37.67 £ 11.37 years of age, had 13.56 + 10.42 years
nursing experience, a bachelor’s degree (44%), employed full
time (58%), and personally visited 14.07 = 17.49 patients per
week. These nurses cared for men and women of all ages and
incomes, in predominantly urban areas. Results are organized
according to PCD level and WHO income bank in Tables 3
and 4, respectively.

Duties

Top 5 duties performed were health maintenance
(M=2.47%0.82), patient (M=2.38%£0.76) and family
(M=2.31%0.79) education, emotional support (M =2.3710.76),
and patient safety/quality improvement (M=2.34+0.78).
Regarding subscales, safety/quality was the most performed
group of duties; patient/family education and shared de-
cision making (M=2.18+0.65) were second (Appendix
Table Al).

When examining duties performed relative to PCD crite-
ria, nurses in level 1 and 2 countries performed significantly
more therapies and medication administration/medical care
(p<0.0001). They also performed more patient/family edu-
cation (p=0.6179) and safety/quality duties (p=0.4011),
although differences were not significant. Level 3A per-
formed the least amount of PC duties; this difference was
significant compared with level 4A countries (p=0.0033).

The WHO World Income Bank criteria aligned with some
categories of PCD criteria. Low-income countries performed
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TABLE 1. COUNTRIES SURVEYED BY PALLIATIVE CARE DELIVERY LEVEL AND WORLD BANK INCOME

No. of usable World Bank
surveys Percentage PC delivery income group
Countries by WHO regions (N=29) (N=532) respondents level (FY2016)
African region (2)
Cameroon 15 2.82 3A Low-middle
Rwanda 3 0.56 3A Low
Region of the Americas (3)
Argentina 20 3.76 3B High
Brazil 9 1.69 3A Upper-middle
U.S. 19 3.57 4B High
Eastern Mediterranean region (12)
Afghanistan 13 2.44 1 Low
Egypt 16 3.01 3A Low-middle
Iran 60 11.28 3A Upper-middle
Iraq 7 1.32 3A Upper-middle
Jordan 47 8.83 3B Upper-middle
Lebanon 17 3.20 3A Low-middle
Morocco 13 2.44 3A Low-middle
Palestine 20 3.76 2 Low-middle
Saudi Arabia 5 0.94 3A High
Sudan 11 2.07 3A Low-middle
Syria 1 0.19 1 Low-middle
UAE 1 0.19 3A Low-middle
European region (6)
Cyprus 33 6.20 3B High
France 15 2.82 4B High
Israel 21 3.95 4A High
Kazakhstan 11 2.07 3A Upper-middle
Spain 16 3.01 4A High
Turkey 46 8.65 3B Upper-middle
Southeast Asia region (2)
India 17 3.20 3B Low-middle
Indonesia 1 0.19 3A Low-middle
Western Pacific region (4)
Australia 15 2.82 4B High
China 18 3.38 4A Upper-middle
Japan 46 8.65 4B High
Philippines 16 3.01 3A Low-middle

PC, palliative care; WHO, World Health Organization.

significantly more PC, therapies (e.g., physical therapy [PT],
occupational therapy [OT]), and medication administration/
medical care compared with other countries ( p <0.0001) and
significantly fewer safety/quality duties (p=0.0139). Nurses
from high-income countries performed the least amount of
therapies.

Satisfiers

Nurses were most satisfied with nurse/provider commu-
nication (M=2.14+0.72) and patient/provider communi-
cation (M =2.08+0.73) and most dissatisfied with patient
goal discussion (M=1.84+0.86), symptom management
(M=1.85+0.87), and patients having adequate information
about care alternatives (M =1.86+0.84). When subscales
were examined, provider communication was again the
greatest satisfier (M =2.11+0.69).

Satisfaction varied by PCD level. Nurses in levels 1 and 2
were significantly less satisfied in three of four categories:
patient/family care (p<0.0001), provider communication
(p=0.0008), and religious support (p<0.0001). Level 3A

nurses were least satisfied with access to medications and
supplies (p<0.0001). Level 4A nurses were most satisfied
with patient/family care, Level 3B nurses most satisfied with
access to medications/supplies and provider communication,
and level 3A nurses most satisfied with religious support.
The WHO and PCD criteria aligned closely in satisfaction.
The one difference was that low-income countries scored lowest
in all categories, including access to medications/supplies
(p<0.0001); nurses were most dissatisfied with patient/
family care (M=1.05+0.61). When examining higher satis-
faction, WHO and PCD criteria varied. High-income countries
scored highest in patient/family care (M =2.08+0.58), but
low-middle income countries scored highest in access to
medications/supplies (M =2.09+0.69), provider communica-
tion (M =2.44+0.58), and religious support (M=2.37+0.81).

Barriers

The top 5 barriers identified included lack of personnel
(M=1.52£1.05), funding (M =1.48%1.03), policy and guid-
ance (M=1.3510.99), access to end-of-life or hospice



"UOTIBIAQD pIEpueR)s ‘(IS ‘AIoArop ared aanered ‘qDd

"1000°0 > s
998y 16 Y9'St 68 €897 6§ §C9 I 90'1¢ 8¢y vLLE 0OC <LV 89 cCes 6 Iv’'6c Ol ILSy 0ObC  2A0qe 2y} JO IV
eIl 1¢ 08Vl 6T S06l ¢ 000 0 0L'TT IT  ¢v6 S ITvl  €C yeel  S¢ 000 0 OI'vl ¥L awoout YSTH
¥9'0r 9L 91'¢ce <9 ILse Sy 000 0 86ce Ic TLYS 6C 009 65 09Cce 65 €e’ec 8 evce 98I Quroour S[ppIA
CL8T  SE €69c ¢S €9°0C  9¢ §C9S 6 Y90 Ol e6I'0c 91 TC8 9 ¥'0c  LE ye8e €l vieT Tl woour MO
YL'E L 9LCl ST ¥86l ST  «SLEY L 000 0 (450 8 Y] S6'ST 9¢ 0911 1T «S€cT€ 11 6I'CI +9  (Swodul ou) 1004
SNJBIS OTWOUOIIOIN0S JuNed
*CI'v6  9LT  €€99 0¢l %9076 OIl ¢€£es 8 00001 ¥6 <COV8 ¥y O0€LL 9CI <CI'6L +vwl L9999 TC 9078 Oty orewog
¥9C¢96 081 0669 LeI LTT6 SIT  L99y L %0000 ¥6 +S98 Sy 1TTC8 Pel L96L SvI  $9'€9 1T 8LE8 6L 9[eIN
XS juaned
%8616 CLI C6'0L 6£1 ¢€£€8 SOI  L99y L xV6'86 €6 I€TC6 8y 8T8 Sl €Y IL 0¢l <CSIS LT €L08 €T A11opra
«L1°L8 €91 CTCI9 0l <C6v8 LOI  L9Ov L x67'16 98 €069 9t 8T8 Sl €189 ¥CI  8¥8y Ol 9LSL L6t 93V QPPN
vi'eL 8¥I  6S¥PS LOI x€€€8 GOl €ees 8 [T0L 99 80¢L 8¢ SL6L 0¢l 8¢S9 6I1 SySy SI €C0L 89¢ SINPY Sunox
Irovr SL 08'6c 8L x09VL V6 0009 6 96 Lt 9¥8c 0T LYV8Y 6L 659¢ €0l C¢SIS LT S88F 96¢ SJU3SI[OPY
L9°SC  8Y 08'6¢ 8L  %L8S9 €8  xL999 OI Icoc 61 69cc LT 109y 6L SIo9Y ¥8 eL'cL  vC 6L'1y 61T SJLnEIped
08 Sl 6v'vc 8y ¥86l ST L99 I 6l°¢ € 69°'L % veve Oy 88°0C 8¢ ¢Iel v 8691 68 [eyeurtod
(p919919s 2q pnod sdnoi3 a8e 9dynur) a3 Juaneq
981 06l 9¢I 14! S6 (114 6S1 8l Ie 91¢ N
16°S I 861 € 651 (4 000 0 000 0 6Ccvl L 99°¢ 6 000 0 000 0 0I'c 91 seale [pog
«06T9  LIT «¥L'¥8 191 xS6'08 <TOl %001 ¥1  L¥6y Lvy L¥EL 9€ 0S08 8CI 9I'S8 SSI +T€06 8T 9¢9L v6¢€  (000°0S<) UBqIn
*81'1¢  8S 89°¢l  9C Ov'LT TC 000 0 *£6°0S 8y YCTCL 9 ¥8€l  CC Y8yl LT 89°6 € ¥S0C 901 (000°05>) eIy
uoned0|
881 961 8CI 91 €6 [43 €Sl 6L1 123 8¢S N
YLV 6 Y0t 8 000 0 000 0 I1¢c [4 ¥9'¢ [4 6CY L vee 9 000 0 0C¢ LI [el0100(q
9T Sl 6C 99°¢I 1€ Y601 VI SL8T ¢ €9Ccl ¢l v9eC el e 0l LI IS¢l SC Iv'ec OI Lvvl LL S JOISE]N
9T’ ¢e L9 6687 L6 §C9¢ TL §C9 I I1ece 1T «Sv'st ST +95°¢y IL %0009 TIT L¥9CT 6  SSVv LEC S Jo[ayoeyg
Q9T 18 0c0c 09 €0ce Iy 00°6L CI  «91'¢9 09 ¢S¥sc vl «¥08c 79 voee &y «Cl'vk ST LYo ¥61 S 9JBIO0SSY
SO'T (4 000 0 8L0 I 000 0 000 0 000 0 81 € 000 0 000 0 90 ¢ uonesyniad opry
92139p Sursinu Jsoy3ry
0’18 ¥SI  0€08 6SI  STI8 ¥OI C9¥8 Il  9TS8 I8 SS¥6 ¢S 6¢CL 8IT 8018 OSI ['L8 LT 1608 8TV o[ewog
pEN
% N % N % N % N % N % N % N % N % N % N
¢8I 06l 9Cl 91 6 0S LST 181 123 LIS N
PV ITFEE6]  SCLFLTOL  OV6F+ICIT  BI'S+8EY 80 TT+6981 IV OI+L6]1 SPOI+S0El SI'8FICOI SO0I+9¢01 oL +95°¢l dsS FUuedN
0uaLIRdX? JO SIBIA ISINN
06l 861 9Cl Sl 6 99 €91 €81 €e 6CS N
#*SCIIFIVSY TVLF09CE TCOIFLOSE €V ITFLY8C «VLOI+8VY +LLOTF60CYy LLTIF69¢ 6'8F68¢E 69 TIFII'EE LETTIFLILE dsS FUedN
SIBOA ‘o3® asinN
YS1H o|ppruriaddy)  applu-moT moq qy 124777 Dp [2427] q¢ 12477 D¢ [247] I 12427 (Z£6) 21duws pio],
sdnoas awooul yung plLom §1242] ADd

SOILSTIH1LOVIAVH)) d1dINVS "¢ 9714V ],

*Aluo asn feucsied 104 "TZ/S0/S0 Te W0 gndIisge | MMM W) | YD euoeoled ap eIseAIuN AQ papeojumoq

949



‘wed) Areurdiosipiour ‘1]

¥160°0 CLOFSI'T ¥6 9¥°0F080 o6F #80F+8I'T LSI 060F60'T 081 LLOFO9I'T <C¢ (€°07) uoneorunWwod 1A :/ ¥0308]
L0000 OLOFLYO €6 9S0F¥L0O0 0SS I160FI160 ¥SI 9L'0F0L0 6L 160060 I¢ (11°07) @8en3ue 9 101084
6C9L°0 LLOFSY'T v6 T90FvET TS €80F6€T1 8CI 080F¢H' T I8 8LOFECT <C¢ (#1T°0T T1°0T) S9IINOSAI W) PUE [QUUOSId] :G J0JOB]
IT00°0 P90FEL0 6  CLOF960 ¢S  LLOFII'T 8SI I[OFII'T ¢8I 690+C01 T¢ (€1°0T ‘¥°07) UOIBIY/eImn) f 10108
1100°0 IS0F80T ¥6 CTSOFLLO IS 9LO0FE€CTT 191 YLOFOI'T €81 €S0FCI'T €€ (2°0T ‘1°07) uonedunUIWo)) We/ld ¢ 10308
[000°0> 89°0FC6'0 €6 €90FCI'T IS CLOFOVT LSI SLOFCST 6L1 CLOFVIT C¢ (01°0T ‘60T ‘8°0T ‘L'07) 2Imonnseljul Jo Joe 17 I0joe]
1000°0>  LLOF080 €6 1I90FL90 TS LSOFETT LSI 16'0F8ST 6L TLOFETT C¢ (90T ‘§°07) S9d1AIaS D JO BT :] 10308
QISAIS = ¢ ‘QJeIopoull =7 ‘JeyMawWos = ‘[[e Je J0u=()
s1oLeqg
1000°0> +#90+¥9°'1 CT6 690+0ST 8C T6O0+CLT 9%l CT60+6CC 181 <COI+8CTI T¢ (01°81) 1oddns snoi3roy
8000°0 LY0+90C €6 6S0+¥0C 9¢ 9S0+¥CCT TSI [80+CI'C T8I 880+0LT €€ (#°81 ‘¢’81) UONEBIIUNWWOD JIPIAOI]
1000°0>  TLO+L8T €6 <C90+00CT S¢€ 8SO+LI'C €SI €80+6S9'T ¢8I €L0+081T €€ (Z'81 ‘1'81) sorddns pue SUORIIPIW 0] $SIY
[000°0> 9S0+10C €6 6%V 0+SCTCT 8¢ 8S0+€0CT €SI 690+¢L'l €81 680+t T €€ (I1°81 ‘6'ST “$°8T ‘L'8I ‘9'8T ‘S'8I) =1vd Arurej pue jusned
paysIes AIoA=¢ ‘paysnes=yg ‘paysnessip=1 ‘poysnessip A1oa=()
sIoysnes
(ET°ET “CIel “TED
1000°0> OL0F€0C ¥6 S9OOFILT TS ILO0F6I'C 091 OL0FICT €81 OLOFVVC V¢ Qled [edIpall pue uonensiuIwpe UOIedIpajA
11017°0 9L'0F0CT ¥6 090F6€C +S CLOFSET 8SI 8808F¢C 8LL  ¥LOFIV¥CT V¢ (61°¢1) Aenb pue Kyojeg
1000°0> 9L0F860 %6 €LOFI80 +¥S I80+60°T 191 0L 0F¥6'0 T8T OO0 T+LST V¢ (0TET “LT°ET .ENQ ‘I°¢1) sarderay,
8I1°€l ‘6'¢l ‘8¢l
6L19°0 190FICC %6 €90FSCTT SS CS90FLI'C 191 0L 0F¢I'C T8l ¥S0+9CTT ¥¢ ‘L’€1 ‘9°¢1) SUD{BW UOISIOOP Pareys %SN uonednpy weq/id
CTEl ‘ITEl 9I°¢l
£€00°0 8S0F86'I v6 6S0F¥CC SS 990F96'1 091 89'0FL8T I8 OLOFSI'C Ve ‘STET “TT°CT “0T°ET ‘S'ET “P'€T ‘¢°E€T) 21D 2AnRI[ed
skeme=¢ ‘Apuonbary=7 ‘sownowos =1 ‘J9AdU =)
sann(
d asx¥umeiy N dSFuvo)y N dSF+uvopy N ds Fuvapy N dSsx¥uwey N [pasqng
qy 12497 V¥ 12497 gqg 12497 V€ 12497 c puv [ 947
S6=N S¢=N £9I=N S8I=N r€=N

TIADT AYIAITA TIV)) TALLVITIVJ OL ONIGIOO0Y SYATIIVE ANV ‘NOLLOVASILYS ‘SHILA( ¢ ITdV],

*Aluo asn feucsied 104 "TZ/S0/S0 Te W0 gndIisge | MMM W) | YD euoeoled ap eIseAIuN AQ papeojumoq

950



Downloaded by Universitat de Barcelona CRAI from www.liebertpub.com at 03/03/21. For personal use only.

GLOBAL HOME HEALTH SURVEY

951

TABLE 4. DUTIES, SATISFACTION, AND BARRIERS ACCORDING TO WORLD INCOME BANK

N=16

N=113

N=195 N=208

Low-income Low-middle income Upper middle income  High income

Subscale (item no.) N MeanxSD N

Mean*SD N

Mean=SD N Mean+tSD p

Duties
Patient and family care 16 1.05+£0.61 126
(18.5, 18.6, 18.7, 18.8,
18.9, 18.11)
Access to medications and 15 1.60+£0.71 126
supplies (18.1, 18.2)
Provider communication 16 1.09+£0.49 126
(18.3, 18.4)
Religious support (18.10) 15 1.20+£1.08 125
Satisfaction
Patient and family care 16 1.05+0.61 126
(18.5, 18.6, 18.7, 18.8,
18.9, 18.11)
Access to medications and 15 1.60+0.71 126
supplies (18.1, 18.2)
Provider communication 16 1.09+0.49 126
(18.3, 18.4)
Religious support (18.10) 15 1.20+1.08 125
Barriers
Lack of PC services (21.5, 21.6) 14 1.11£0.49 124
Lack of infrastructure 14 1.29+£0.71 124

(21.7, 21.8, 21.9, 21.10)
Patient/Family Communication 16 1.09+0.61 125
(21.1, 21.2)
Culture/Religion (21.4, 21.13) 15 1.17+£0.77 125
Personnel and time resources 15 1.50£094 124
(21.12, 21.14)
Language (21.11) 13 1.15£0.69 124
IDT communication (21.3) 15 1.20+0.94 125

2.00£0.66 191

2.09+£0.69 188
244+0.58 188
2.37+0.81 188

2.00+0.66 191

2.09+0.69 188
244+0.58 188
2.37+0.81 188

1.63£1.04 194
1.62+£0.72 193

1.30£0.69 196

1.46+£0.80 195

0.77+0.81 192
1.28£0.90 192

1.68£0.66 167 2.08+0.58 <0.0001

1.70£0.78 166 1.97+0.71 <0.0001
2.07+£0.74 166 2.07x0.57 <0.0001
1.88+£0.99 151 1.66x0.75 <0.0001

1.68+0.66 167 2.08+0.58 <0.0001

1.70+0.78 166 1.97+0.71 <0.0001
2.07+0.74 166 2.07+0.57 <0.0001
1.88+0.99 151 1.66+0.75 <0.0001

1.31£0.80 181 0.84£0.75 <0.0001
1.39+£0.72 181 1.07x0.72 <0.0001

1.08+0.78 185 1.07+£0.56 0.0132

1.3+£0.78 195 1.01£0.77 183 0.83+0.69 <0.0001

1.38+£0.82 183 1.40+£0.72 0.7811

0.78+£0.83 178 0.64£0.76 0.0781
1.01+£0.80 180 1.10+0.73  0.0295

services (M=1.34%+1.04), and community awareness of
services provided (M=1.29+0.84). When subscales were
examined, personnel and time were the greatest barriers
(1.41+0.78) followed by lack of infrastructure (1.33 £0.75).

The WHO and PCD criteria aligned closely in terms of
lack of PC services and infrastructure. When examining
barriers by PCD criteria, nurses in level 3a expressed sig-
nificantly more barriers with lack of PC services and infra-
structure (p<0.0001). All groups experienced a lack of
personnel and time; differences were not significant by PCD.

Barriers to accessing educational opportunities

Respondents identified primary barriers to accessing edu-
cation: lack of time (n=327) and funding (n=323), concerns
about staff relief coverage (n=303), and lack of availability
of appropriate educational opportunities. Respondents pre-
ferred local education or in-person meetings (76%) followed
by technology-based media such as webinars and telecon-
ferences (51%) and online and self-learning educational
courses (40%).

Discussion

In recent decades, health and social care policies in de-
veloped and developing countries have consistently focused
on two themes: shifting more care from hospitals to the

community, and improving integration of PC services into
the communiﬂy in becoming an essential part of mainstream
medical care.'® Both the Lancet Oncology Commission and
American Society of Clinical Oncology (ASCO) recommend
early PC integration into oncology care incorporating
primary health care providers, including nurses, across
inpatient, outpatient, and community settings.>® While the
interdisciplinary team is a key component of the organi-
zational model in hospitals to access PC services, com-
munity and home care outreach is critical. At the primary
health care level, nurses and other clinicians need training
to develop PC competence.

To date, we know little about whether we have the in-
frastructure and workforce necessary to make integrated
community-based PC a reality. This study, the first global
cross-sectional survey of nurses working in the community,
has identified several gaps. It became evident that community
nurses in developing countries were less satisfied with all
criteria examined: care for the patient/family, patient com-
munication, and provision of emotional/spiritual support. By
contrast, community nurses in developed countries reported
more satisfaction with patient care yet were less involved in
direct care and prescribed drug handling."

Many frustrations emerged related to excessive caseloads,
inadequate staffing levels, lack of policy and guidance, and
insufficient funding and accessibility to end-of-life measures.
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Nevertheless, increasing entrants into community nursing is
clearly needed. Health care policy needs to address issues
raised in the survey that reflect misuse of community nursing
services, to practice at full scope, and work more efficiently
and effectively. The National Consensus Project for Quality
Palliative Care Guidelines calls all frontline health profes-
sionals to improve PC for all people living with serious ill-
ness, regardless of diagnosis, prognosis, care setting, and age.
Clinicians with PC skills and knowledge must be available
in all care settings, including the home. Five key updates in
the revised guidelines include: comprehensive PC assess-
ment; family caregiver assessment, support, and education;
care coordination during care transitions, culturally inclusive
PC; and communication emphasis as a means for delivering
quality PC. Home health care nurses are well positioned to
deliver high-quality PC; education and training is needed.’’
The Coursera PC specialization, available online to nurses
globally, is one educational strategy that can be used to im-
prove PC knowledge.*

Community nursing policies across developed countries
have sought to provide a solution to these pressures, mainly
by restructuring nurse roles in two distinct ways: (1) de-
veloping specialist roles, and (2) developing primary care
roles.®>® The first approach includes expansion of nurse
practice roles in Australia to encompass more clinical tasks
from general practitioners, and introduction of advanced
practitioner roles in England, Canada, USA, and Australia.
The second fits with development of primary care roles of
public health nurses, such as those in Ireland, Canada, and
Scotland.*® An important issue that refers more to com-
munity nurses in developing countries involves the lack of
evidence-based nursing education necessary to perform
complex tasks.*

Globally, 20 million people need PC services; 80% live in
low- and middle-resource countries, where health systems
are challenged to provide care for rapidly growing popula-
tions with NCDs. Because nurses are the largest workforce in
global health care, they are in a strategic position to influence
the quality of PC delivery across the illness trajectory.> The
very essence of nursing is focused on caring for the whole
person and supporting the family through difficult situations.
Today, nurses with varying levels of education and expertise
provide PC to greater or lesser degrees. In most parts of the
world, community nurses are not only the main health care
professionals, but also the primary link between the patient/
family and other professionals both in the community and
hospital. Moreover, community nurses are accountable for
completing comprehensive-based interventions at home and
evaluating the impact of care delivered. Providing symptom
management, patient education, and emotional support for
patient/family are key responsibilities. Most nurses in our
survey from developing countries described their working
conditions as poor and lacking appropriate time for each
patient, due to understaffing, lack of resources, policy, guid-
ance, and access to end-of-life services.

Despite the overall holistic approach in nursing care, PC is
conceptualized as a specialty practice in several developed
countries and requires additional specific knowledge and skill
beyond that possessed by a general nurse. In most develop-
ing countries, nurses pursue informal, on the job, continuing
education. Unfortunately, in the latter countries, PC remains
a low priority and does not receive the needed financial

BRANT ET AL.

support for PC nurse education. Additionally, nurses in both
developed and developing countries are not comfortable
with conversing with patients and families about death,
dying, and end-of-life issues, which often leads to nurses’
moral distress.*

The lack of updated training and education contributes
significantly to barriers community nurses face daily, as they
are asked to perform tasks requiring updated clinical skills,
including communication issues, advocacy, and community
mobilization. Priority should be given to funding programs
for specialist post-basic or in-service training together with
exchange programs that offer experiences in other practice
areas such as NCDs.>® Because community nurses have more
direct contact with patients/families, nurses practicing home-
based PC improve patients’ symptoms and sense of well-
being, which has potential to prevent hospitalizations.

The present study explored the integration of community
nurses in PC provision to patients at home. Community
nurses worldwide acknowledge their responsibility to man-
age patients’ home health needs by getting to know them as
individuals and learning about their lives in the context of an
ongoing relationship. They coordinate patient care in the
community, respond to patient/family-identified needs, and
help patients identify and prioritize goals.®” Furthermore,
primary home health care nurses acknowledge the dig-
nity, culture, values, beliefs, and rights of individuals3?;
thereby, nurses are an integral part of forthcoming changes
in primary health care delivery. Community nurses can be
considered providers, enabling patients/families to report higher
levels of satisfaction than their urban counterparts for over-
all case, pain, and symptom management.>’

Limitations

Findings should be interpreted in lieu of these limitations.
Data were collected using a convenience sample; probability
sampling methods were not incorporated. Selection bias is
another concern. Most nurses practiced in urban settings;
those working in more remote areas were not surveyed. Some
questions (specific countries) had missing data due to trans-
lation issues, resulting in nonrandom missing information.
Other data points were misinterpreted; for example, a ques-
tion asked about number of weekly visits. Some respondents
reported >100 visits; this question was excluded from those
respondents. WHO low-income countries and level 1 and 2
PCD countries were not well represented. To protect ano-
nymity, researchers collapsed PCD levels 1 and 2, making
interpretations more challenging. These limitations pose
challenges in that findings may not be generalizable to other
countries in income and PC levels or to other home health
care providers within the countries sampled.

Summary

Community home health care nurses are on the frontline
and provide comprehensive patient/family-centered care,
contributing to patient comfort, fewer hospitalizations, and
higher home death rates, which are often desired by patients
and serve as a clinical outcome in the community.*’ The
majority of patients who need home-based PC live in low-
income and middle-income settings. These services should
be a major health priority in those countries. Home health
care nurses should be well resourced and equipped to deliver
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PC that is so desperately needed; educational opportunities
can mobilize the nursing workforce to optimize home
health care for PC provision and improve patient and
country outcomes.
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Please read each of the following items and then indicate your response by marking the appropriate selection unless
otherwise specified.

Demographics

1. What is your age?

2. Select your sex:

__ Male
__ Female

3. Are you currently employed as a home health nurse, community health nurse, field nurse, or administrator of such a

program?

_ Yes
___No

4. If you are employed as a home health nurse, community health nurse, field nurse, or administrator describe your

current employment:

_ Full time
_ Part time
Per diem
_ On call
_ Contract
___ Other

5. What country are you currently working in?

___UusS. _ Oman _ Yemen
_ New Zealand __ Pakistan ___ Myanmar
___ Egypt ____ Afghanistan ___ Burma
_ Saudi Arabia ___ Jordan _ TIraq

___ Cyprus _ Israel _ Palestine
___ Morocco _ Sudan _ Lebanon

___ Europe, please specify:

_ Tanzania
___ Kenya
___Uganda
_ TIran

___ Turkey
_ UAE

___ Other, please specify:

6. Which of the following best describes the area you provide care in?

____ Rural (places, territories that have <50,000 people)

__ Urban (cities having 250,000 or more people)
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Education
7.1 Select from the following diplomas or degrees that you have received:

___ Associate Degree in Nursing

___ Bachelor Degree in Nursing

___ Bachelor Degree in Community Nursing

___ Bachelor Degree in a related field

___ Diploma in Nursing

___ Doctor of Nursing Practice

__ Doctor of Nursing Science or Nursing Doctorate
___ Home Health Aide Certification

__ Master’s Degree in Nursing or related health field
___ Master’s Degree in a related health field

___ PhD in Nursing

__ PhD in a related field

__ Practical Nursing or Vocational Nursing Diploma
____ None

___ Other, please specify:

7.2 In what country did you obtain the above education?

___US. __ Oman __ Yemen __ Tanzania
__ New Zealand ___ Pakistan ___ Myanmar ___ Kenya
_ Egypt ___ Afghanistan ___ Burma __ Uganda
__ Saudi Arabia ___ Jordan _ TIraq _ Iran

___ Cyprus _ Israel _ Palestine ___ Turkey
___ Morocco _ Sudan _ Lebanon ___UAE

___ Europe, please specify:
___ Other, please specify:

Nursing Career Information
8. How many years of nursing experience do you have?

9. Please indicate any of the clinical areas listed below in which you have received continuing education: (Check all that
apply)

___ None

__ Adult Health

___ Community Health
___ Family Health

___ Geriatrics/Gerontology
_ Home Health

____ Hospice Care

___ Oncology

__ Palliative Care

_ Pediatrics

___ Parish/Faith Community
___ Primary Health Care

___ Public Health

___ Psychiatric/Mental Health
____ Rehabilitation

___ Other, please specify:

Nursing Care Provided
10. Are you currently providing care mostly in your primary language?

___ Yes, please specify your language
___No
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What age categories do you care for in the community?

Yes No

Prenatal, perinatal, newborn
Pediatrics

Adolescents

Young adults

Middle age

Elderly

Male

Female

11. What is the most prevalent socioeconomic class that you provide care for?

__ Poor (No Income)
__ Low Income
____Middle Income
____ High Income
Al of the Above

12. In your opinion, how accepting is your community to the care you offer? (circle one)

Not at all Somewhat Usually Very
0 1 2 3
13. How often do you perform the following duties within your role? (Circle)

Never Sometimes Frequently Always

13.1 Activities of Daily Living (e.g., meal preparation, basic 0 1 2 3
hygiene, transportation)

13.2 Antibiotics/IV drug management 0 1 2 3
13.3 Advance Care Planning 0 1 2 3
13.4 Bereavement/Grief support 0 1 2 3
13.5 Cancer Treatment 0 1 2 3
13.6 Discuss goals of care with family 0 1 2 3
13.7 Discuss goals of care with patient 0 1 2 3
13.8 Educating Family 0 1 2 3
13.9 Educating Patient 0 1 2 3
13.10 Emotional Support 0 1 2 3
13.11 End-of-Life Care 0 1 2 3
13.12 Health Maintenance (e.g., blood pressure monitoring, blood 0 1 2 3
glucose checks, laboratory draws)
13.13 Medication Administration (e.g., oral, insulin) 0 1 2 3
13.14 Occupational Therapy 0 1 2 3
13.15 Pain Assessment and Management 0 1 2 3
13.16 Palliative Care 0 1 2 3
13.17 Physical Therapy or Physiotherapy 0 1 2 3
13.18 Preventative Health Education 0 1 2 3
13.19 Patient Safety and Quality Improvement 0 1 2 3
13.20 Speech Therapy 0 1 2 3
13.21 Symptom Assessment and Management 0 1 2 3
13.22 Wound Care 0 1 2 3

14. Please specify any other service(s) not listed above that you perform regularly:

15. On a weekly basis, approximately how many home visits do you make?

16. Do you have support staff available (e.g., home health aides, CNAs, uncertified support staff)?

___ No (skip to question 17)
___ Yes (if yes, please answer subset questions below)
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16.1 What level of education and/or certification is required for your support staff?

__ Certified Nursing Assistant
____ Home health aide
___ None

___ Other, please specify:

16.2 Do you believe you have enough support staff team members to provide quality care?

Not at all Somewhat Mostly Absolutely
0 1 2 3

17. What other disciplines do you collaborate with? (Select all that apply)

__ Homeopathic / Naturopathic
___Nutritionist / Dietician

___ Occupational Therapy

___ Physical Therapy

___ Primary Health Care Provider

___ Psychologist / Psychiatrist

___ Religious Support

___ Respiratory Therapy

_ Social Work

__ Specialty Physician, please specify:
___ Specialty Nurse, please specify:
___ None

___ Other, please specify:

Satisfaction

18. In your setting, how satisfied are you with each of the following (Circle)

18.10 Religious or Spiritual support provided
18.11  Symptom Management provided

Very Very
dissatisfied  Dissatisfied ~ Satisfied  satisfied
18.1 Access to necessary medications 0 1 2 3
18.2 Access to needed medical supplies 0 1 2 3
18.3 Communication between patient and provider 0 1 2 3
18.4 Communication between nurse and provider 0 1 2 3
18.5 Communication with patient on treatment decisions 0 1 2 3
18.6 Pain Management provided 0 1 2 3
18.7 Family Support provided 0 1 2 3
18.8 Patient goals are continually discussed and evaluated 0 1 2 3
18.9 Patients have adequate information about care alternatives 0 1 2 3
0 1 2 3
0 1 2 3

19. Are there other areas of care that you are specifically satisfied or dissatisfied with?

___No
___ Yes, please specify:

Barriers

20. The following items are possible barriers to providing optimal care to patients. To what extent is each a barrier in
your setting? (Circle)

Not at all Somewhat Moderate Severe

20.1 Communication difficulties with patients 0 1 2 3
20.2 Communication difficulties with families 0 1 2 3
20.3 Communication difficulties among the interdisciplinary team 0 1 2 3
20.4 Cultural beliefs influencing care 0 1 2 3
20.5 Lack of access to end-of-life or hospice services 0 1 2 3
20.6 Lack of access to opioid medications for pain management 0 1 2 3
20.7 Lack of community awareness of services provided 0 1 2 3
20.8 Lack of Funding 0 1 2 3

(continued)
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20.13  Religious or Spiritual beliefs influencing care 0 1
20.14  Time Constraints 0 1

BRANT ET AL.
2 3
2 3

21. Please specify any other significant barriers you encounter that are not listed above:

Strengths, Suggestions, and Training

22. Please identify one thing that your facility is doing well to provide in-home care:

23. What suggestions do you have to improve quality of care for your patients?

24. What training topics do you feel would be most beneficial for home health courses?

25. Do you have any access to the following resources?

Yes No

Continuing professional education/courses/conferences
Professional journals

Support from other nurses

Support from other health professionals

Support from volunteers

Access to a mentor

Professional nursing organization membership

Access to a library, librarian, or electronic library
Internet

E-mail

26. Which of the following do you identify as barriers to accessing educational opportunities?

Yes No

Appropriate education not readily available
Geographic

Financial

Time

No relief staff to cover workload while at a conference
Employer resistance

Personal

Other, please specify

27. How would you like to receive continuing education?

____ Internet meeting

___In person meeting
__ Self-learning educational module/offering
____ Other, please specify:
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APPENDIX Al. ITEM MEAN AND STANDARD DEVIATION

Duties
N Mean+SD
Item
13.1 Activities of Daily Living (e.g., meal preparation, basic hygiene) 515 1.59+1.11
13.2 Antibiotics/IV drug management 516 1.84+1.07
13.3 Advance Care Planning 512 1.92+0.99
13.4 Bereavement/Grief Support 516 1.65+1.04
13.5 Cancer Treatment 506 1.41+£1.08
13.6 Discuss goals of care with family 517 2.13+0.85
13.7 Discuss goals of care with patients 516 2.10£0.92
13.8 Educating Family 518 2.31£0.79
13.9 Educating Patients 519 2.38+0.76
13.10 Emotional Support 517 2.37x£0.77
13.11 End-of-Life Care 513 1.81+1.05
13.12 Health Maintenance (e.g., BP monitoring, blood glucose checks) 519 247+0.82
13.13 Medication Administration 511 2.20£0.96
13.14 Occupational Therapy 509 0.83+£1.03
13.15 Pain Assessment and Management 518 2.20+0.89
13.16 Palliative Care 509 1.88+1.11
13.17 Physical Therapy or Physiotherapy 509 0.87+0.98
13.18 Preventative Health Education 511 1.96+0.92
13.19 Patient Safety and Quality Improvement 518 2.34+0.78
13.20 Speech Therapy 508 0.76£1.03
13.21 Symptom Assessment and Management 514 2.25+0.88
13.22 Wound Care 513 2.25%0.88
Subscales
Factor 1: Palliative care (13.3, 13.4, 13.5, 13.10, 13.11, 13.15, 13.16, 13.21, 13.22) 524 1.97+0.66
Factor 2: Pt/Fam Education and shared decision making (13.6, 13.7, 13.8, 13.9, 13.18) 526 2.18+£0.65
Factor 3: Therapies (13.1, 13.14, 13.17, 13.20) 525 1.02+0.79
Factor 4: Safety and quality (13.19) 518 2.34%£0.78
Factor 5: Medication Administration and Medical care (13.2, 13.12, 13.13) 523 2.17+0.73
O=never, 1 =sometimes, 2={frequently, 3 =always
Satisfiers
N Mean+SD
Item
18.1 Access to Necessary medications 495 1.8710.78
18.2 Access to Needed medical supplies 493 1.90+0.81
18.3 Communication between patient and provider 491 2.08+0.73
18.4 Communication between nurse and provider 487 2.14£0.72
18.5 Communication with patient on treatment decisions 491 1.9510.81
18.6 Pain management provided 495 1.91+0.86
18.7 Family support provided 488 1.95+£0.79
18.8 Patient goals are continually discussed and evaluated 491 1.84+0.86
18.9 Patients have adequate information about care alternatives 488 1.86+0.84
18.10 Religious or Spiritual support provided 479 1.88+£0.93
18.11 Symptom management provided 484 1.85+0.87
Subscales
Patient and Family Care (18.5, 18.6, 18.7, 18.8, 18.9, 18.11) 500 1.89+0.67
Access to Medications and Supplies (18.1, 18.2) 495 1.89+0.75
Provider Communication (18.3, 18.4) 496 2.11£.69
Religious Support (18.10) 479 1.88+£0.93
0=very dissatisfied, 1=dissatisfied, 2 =satisfied, 3 =very satisfied
Barriers
N Mean*SD
Item
21.1 Communication difficulties with patients 519 1.09+£0.73
21.2 Communication difficulties with families 519 1.17+0.75

(continued)
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Barriers
N Mean+SD
21.3 Communication difficulties among the interdisciplinary team 512 1.11£0.81
21.4 Cultural beliefs influencing care 508 1.13£0.88
21.5 Lack of access to end-of-life or hospice services 511 1.33£1.01
21.6 Lack of access to opioid medications for pain management 507 1.11£0.99
21.7 Lack of community awareness of services provided 503 1.32+0.84
21.8 Lack of Funding 501 1.49+£1.03
21.9 Lack of Policy and Guidance 505 1.35+0.98
21.10 Lack of Training for Staff 507 1.17+£0.93
21.11 Language Barrier 507 0.74£0.80
21.12 Personnel Shortages 511 1.55+1.03
21.13 Religious or Spiritual beliefs influencing care 513 0.92+0.84
21.14 Time Constraints 510 1.28+0.88
Subscales
Factor 1: Lack of PC services (21.5, 21.6) 513 1.22+£0.89
Factor 2: Lack of infrastructure (21.7, 21.8, 21.9, 21.10) 512 1.33+£0.75
Factor 3: Pt/Fam Communication (21.1, 21.2) 522 1.13£0.69
Factor 4: Culture/Religion (21.4, 21.13) 518 1.0210.76
Factor 5: Personnel and time resources (21.12, 21.14) 517 1.41£0.78
Factor 6: Language (21.11) 519 1.09+£0.73
Factor 7: IDT communication (21.3) 512 1.11+0.81

O=not at all, 1 =somewhat, 2=moderate, 3 =severe

BP; blood pressure; IDT, interdisciplinary team; PC, palliative care; SD, standard deviation.



