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Abstract 

Background: ENABLE (Educate, Nurture, Advise, Before Life Ends) is a nurse coach‑led, early palliative care model for 
patients with advanced cancer and their family caregivers. Content covered includes problem‑solving, advance care 
planning, symptom management and self‑care. The aim was to evaluate the cultural acceptability of ENABLE among 
patients with advanced cancer and their caregivers in Singapore and identify modifications for an adapted ENABLE‑
SG model.

Methods: Qualitative formative evaluation with a thematic analysis approach in two hospitals in Singapore, involving 
patients (n = 10), family caregivers (n = 11) and healthcare professionals (n = 10) who care for patients with advanced 
cancer. Semi‑structured interviews were conducted to explore (i) the main needs and challenges facing individu‑
als with advanced cancer and their family caregivers; (ii) patient involvement in healthcare decision making; and (iii) 
content and delivery of ENABLE.

Results: While physical needs were largely well met, participants expressed that psychosocial care was delivered too 
late in the illness trajectory. Healthcare decision making approaches varied from a patient‑centred shared decision‑
making model to a family‑centred model where patients may not know their cancer diagnosis and prognosis. The 
content was considered to be relevant, comprehensive and practical; financial assistance, adjustment to body image, 
and evaluation of complementary therapy were also recommended. Face‑to‑face rather than telephone sessions 
were preferred to facilitate rapport building.

Conclusions: ENABLE was broadly acceptable with some modifications, including adjusting the content to ensure it 
can be delivered even if the patient is not fully aware of cancer diagnosis and delivering the first session face‑to‑face 
with flexibility for subsequent sessions.
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Background
Palliative care improves outcomes in patients with 
advanced cancer, especially when provided early in the 
disease trajectory [1–4]. Key content elements of early 
palliative care that have been associated with improved 
patient outcomes are those that focus on developing 
better coping skills, navigating treatment decisions, and 
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engaging in advance care planning [5, 6]. The ENABLE 
(Educate, Nurture, Advise, Before Life Ends) telehealth 
model was developed specifically to address the need 
for early integration of palliative care in patients with 
advanced cancer and their family caregivers [7, 8]. The 
ENABLE model is delivered by a nurse coach who guides 
patients and caregivers in principles of problem-solving, 
coping, decision-making, advance care planning, symp-
tom management, self-care, communication, and life out-
look and review [9]. Each session starts with screening 
for problems using the distress thermometer; any spe-
cific problems identified could also be addressed. Table 1 
shows the content outline of the ENABLE sessions. When 
provided to individuals with newly diagnosed advanced 
cancer, clinical trials of ENABLE have demonstrated bet-
ter quality of life and mood, with additional benefits of 
earlier initiation on patient survival and family caregiver 
mood and burden [10, 11].

The ENABLE model was first developed in the geocul-
tural context of the rural US states of New Hampshire 
and Vermont [7, 8]. It has since been adapted for African-
American and Turkish context, and is currently being 
implemented in community oncology practices in the US 
[12–15]. While the overall goals of the ENABLE model 
to support patients and caregivers in their advanced can-
cer journey may be cross-culturally relevant, some of 
the content and how it is delivered may not be consist-
ent with other cultural beliefs and practices. For example, 
the guiding principle of ENABLE is to encourage patient 
activation and self-management; however, this approach 

may have to be modified in the context of family-centred 
decision making and non-disclosure of diagnosis or prog-
nosis to patients, which is prevalent in Singapore [16–
18]. This would also have relevance in the other cultural 
settings where family plays a central role in health-related 
decision making [19–21]. Therefore, the main aim of this 
study was to evaluate the cultural relevance of the ENA-
BLE model of early palliative care and to identify modi-
fications for an adapted ENABLE-Singapore (SG) model 
to pilot test on patients with advanced cancer and their 
caregivers in Singapore. The cultural adaptation of ENA-
BLE in Singapore will pave the way for future iterations of 
ENABLE for the family-centric cultural context to max-
imise its benefit [13, 22].

Methods
This was a qualitative formative evaluation study, pre-
sented here in accordance with the consolidated criteria 
for reporting qualitative research (COREQ) guidelines 
[23, 24]. Semi-structured one-on-one interviews were 
conducted in English with patients with advanced cancer, 
their family caregivers and healthcare professionals to 
explore their views on (i) the main needs and challenges 
of individuals with advanced cancer and their family car-
egivers; (ii) patient involvement in healthcare decision 
making; (iii) content and delivery of the ENABLE model. 
This study was conducted in English as it is the working 
language in Singapore and 80% of the population is liter-
ate in English [25]. The study protocol was approved by 
the Singhealth Centralised Institutional Review Board 
(CIRB Reference Number 2018/2905).

Participant selection and study setting
Participants were purposively sampled and recruited 
from the oncology and palliative care outpatient clin-
ics of the National Cancer Centre of Singapore (NCCS) 
and Khoo Teck Puat Hospital (KTPH). NCCS is the larg-
est provider of public cancer care in Singapore, with 
about 150,000 patient visits per year; KTPH is a 795-bed 
general and acute care hospital with palliative care out-
patient clinics. Patient eligibility criteria included: (i) 
diagnosed with a stage IV solid tumour cancer; (ii) aged 
21 years and over; (iii) able to converse in English. Fam-
ily caregiver eligibility criteria included: (i) self-endorsing 
caring for a family member with stage IV solid tumour 
cancer; (ii) aged 21 years and over; (iii) able to converse 
in English. Patients and family caregivers were not dyads, 
caregivers who participated gave their perspectives on 
caring for a family member with advanced cancer. There 
was no limitation on the time since diagnosis. Eligibility 
criteria for healthcare professionals included: (i) main 
area of work is in medical oncology or palliative medi-
cine; (ii) involved in patient care.

Table 1 Content outline of ENABLE sessions

Outline of topics in the original ENABLE model

ENABLE sessions for patients and caregivers
 Session 1: Handling problems with a positive attitude

  ‑ COPE: A positive problem‑solving attitude

  ‑ The seven steps of problem‑solving

 Session 2: Taking care of you

  ‑ Healthy eating, nutrition, medication and exercise

  ‑ Getting the support you need

 Session 3: Taking control of your symptoms

  ‑ Common symptoms in cancer

  ‑ Spirituality

 Session 4: Talking about what matters most and making choices

  ‑ Communicating with your family and healthcare providers

  ‑ Core values: what matters most

  ‑ Decision aids: making choices that are right for you

  ‑ Advance care planning

Additional sessions for patients
 Session 5: Telling my life story

 Session 6: Looking at today, looking at tomorrow
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Attending oncology physicians first informed identi-
fied patients and caregivers about the study, invited them 
to participate and sought their permission to be referred 
to the study team. The study team then explained the 
study objectives further and what their participation 
would involve. After participants signed informed con-
sent, interviews were conducted by research coordina-
tors in NCCS (ARXK) and KTPH (CCY, LMK) who had 
prior experience in qualitative research and received fur-
ther training in qualitative interviewing by the principal 
investigator (GMY). The interviewers were not health-
care professionals and had no prior relationship with 
the participants. Interviews were conducted in a private 
room or a suitable location chosen by the participant. An 
interview guide was developed with open-ended ques-
tions for one-on-one semi-structured interviews lasting 
30 to 60 min (see Table 2 for sample interview questions). 
Interviews with participants were audio-recorded then 
later transcribed by ARXK. Field notes were also taken to 
document non-verbal cues and were read together with 
transcripts during analysis.

Data analysis
Data were analysed using a thematic analysis approach 
[23]. Data from patients, family caregivers and health-
care professionals were analysed together to generate 
combined perspectives. As the interviewers would be 
involved in adapting the ENABLE material, coding was 
done by different members of the study team to include 
wider perspectives. The first phase of the coding process 
involved inductive coding of five transcripts indepen-
dently by YHF, NH, AC, and GMY. YHF, NH and AC 
were medical students who were familiar with the clini-
cal context, but had no preconceived notion of how the 
ENABLE model should be adapted for the Singapore 
context. Within the broad themes of i) needs and chal-
lenges of individuals with advanced cancer and their 
family caregivers; (ii) patient involvement in healthcare 

decision making; (iii) views on the ENABLE model, 
codes were identified from transcripts. Fieldnotes were 
used to check if codes accurately reflected the partici-
pants’ context. Coding categories were discussed, and we 
reached consensus on a common set of categories. Sub-
sequently, all transcripts were separately coded by YHF, 
NH, AC. Initial analysis was performed on the transcripts 
for 5 patients, 5 caregivers and 5 healthcare profession-
als recruited from NCCS. Subsequent analysis was per-
formed on the transcripts for 5 patients, 6 caregivers and 
5 healthcare professionals recruited from KPTH. The 
data from KTPH added richness to the themes derived 
from the NCCS data, however no new themes were 
revealed in the KTPH data and thematic saturation was 
deemed to be met. Data analysis was an iterative process 
in which codes were discussed and the categories and 
sub-categories were adapted throughout the process. 
Regular discussions were held among the core study team 
members involved in the data analysis (YHF, NH, AC, 
GMY, IT, MAB, JND-O). Data saturation was reached 
when no new themes were identified.

Results
Ten patients, 11 caregivers, and 10 healthcare profession-
als participated and gave their perspectives on (i) needs 
and challenges of advanced cancer patients and their car-
egivers; (ii) patient involvement in decision-making; (iii) 
content and delivery of the ENABLE model (Table 3). The 
main themes, illustrative quotes, and proposed modifi-
cations to the ENABLE model based on the themes are 
summarized in Table 4.

Needs and challenges
Physical symptoms from the disease and the treatment 
side effects were cited as the main challenges faced by 
advanced cancer patients. Physical problems such as 
pain, nausea and fatigue affected their ability to work 
and function in their usual activities of daily living. “The 

Table 2 Sample interview questions

Needs and Challenges

 1. What do you think are the greatest challenges faced by patients/caregivers caring for patients with cancer?

 2. What do you think are the biggest needs of cancer patients and/or their caregivers?

Healthcare Decision‑Making

 1. What healthcare decisions do cancer patients have to make/caregivers help patients make?

 2. What things make it difficult for patients/caregivers to make healthcare decisions?

 3. What information or assistance would be helpful to patients/caregivers as they make healthcare decisions?

Views on ENABLE Programme

 1. In looking at each session’s topical content specifically, how appropriate do you feel each is? What topics do you think should be taken out? What 
topics do you think need to be added?

 2. There would be six, 1‑h weekly sessions. What do you think about the number and length of these sessions?
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side effects have been very severe and I would say the side 
effects give me a lot of problems like giddiness, fingers are 
numb and the skin is either very dry or can be easily hurt 
if I knock against the wall.” (PT04) Caregivers expressed 
a sense of helplessness at not knowing how to manage 
these physical symptoms and felt that more informa-
tion on what to expect and how to manage them would 
be helpful “to understand, how do we manage her and all 
that.” (CG111)

Patients and caregivers also experienced psycho-
emotional challenges. Initially, patients felt shock and 
fear experiencing cancer “like a death sentence” (HW01, 

CG01). “When you discover you have cancer, everything 
falls down, your mind becomes blank.” (PT102) During 
the course of treatment, some patients felt anxious about 
treatment while others felt “demoralised” (PT03) by how 
their daily life was affected by the cancer and the treat-
ment side effects.

Caregivers felt “stressed from caring for another per-
son” (HW04), and felt “burnout” related to the “multiple 
roles… caring for their own family, caring for their own 
children at home, and then still having to take care of the 
patient undergoing treatment” (HW02). However, car-
egivers felt the need to mask their emotions as they felt 

Table 3 Participant characteristics

ID Gender Age Race Primary diagnosis of patient/ professional role

PT- Patient
 PT01 F 80 Chinese Colon cancer

 PT02 M 41 Filipino Ceacal cancer

 PT03 F 38 Chinese Colon cancer

 PT04 M 79 Chinese Stomach cancer

 PT05 M 65 Chinese Colon cancer

 PT102 M 73 Chinese Lung cancer

 PT106 F 48 Chinese Breast cancer

 PT107 M 63 Indian Lung cancer

 PT108 M 87 Chinese Prostate cancer

 PT113 F 80 Eurasian Colon cancer

CG—Caregiver
 CG01 M 68 Chinese Rectosigmoid cancer

 CG02 M 72 Chinese Lung cancer

 CG03 F 40 Chinese Stomach cancer

 CG04 M 27 Chinese Pancreatic cancer

 CG05 F 42 Malay Stomach cancer

 CG109 F 62 Chinese Lung cancer

 CG110 F 61 Chinese Kidney cancer

 CG111 M 62 Chinese Intestinal cancer

 CG112 F Unknown Chinese Intestinal cancer

 CG114 F 46 Malay Colon cancer

 CG115 M 30 Chinese Lung cancer

HW- Healthcare Professional
 HW01 F 50 Chinese Medical Social Worker

 HW02 F 43 Chinese Nurse Clinician (Oncology‑ Breast)

 HW03 M 40 Indian Senior Consultant (Oncology)

 HW04 F 39 Chinese Consultant (Palliative Medicine)

 HW05 F 44 Chinese Senior Nurse Clinician/ Advanced Practice Nurse 
(Palliative Medicine)

 HW100 F 32 Chinese Occupational Therapist

 HW101 F 31 Chinese Medical Social Worker

 HW103 F 32 Chinese Dietician

 HW104 F 41 Chinese Palliative Medicine Physician

 HW105 F 32 Chinese Psychologist
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that the patient’s needs had to take precedence. “A lot 
of attention has to be given to [the patient] … my rou-
tine work, meeting with friends for exercise – if he has an 
appointment, I have to cancel all these.” (CG01)

Participants reported that in comparison to receipt of 
support for physical needs, “psychosocial and emotional 
support is offered too late in the trajectory, when social 
workers don’t have enough time to build rapport with the 
patient.” (HW01) Also, there might be “stigma” (HW02) 
associated with seeing a social worker or psychologist, 
and patients may feel more comfortable seeking psycho-
emotional support from nurses instead.

Patient involvement in healthcare decision making
Participants reported a variety of decision-making styles. 
For example, regarding family involvement, one patient 
shared “I told my children: I make my own decisions. You 
all don’t make decisions for me.” (PT113); on the other 
hand, another patient shared “I always talk about it with 
my wife. And then basically we’re the ones who make the 
decisions, there’s no one else.” (PT02). Yet others expressed 
a medically-guided decision making approach: “It is not 
easy just to make your own decision about medical treat-
ment because you are not in it, so you don’t know anything 
about cancer, you may not know what to do” (CG111) As 
the doctor is the medical expert, “whatever the doctor 
says, we must follow the doctor’s decision.” (CG01) Regard-
less of decision-making preference, it is important for 
the doctor to share information with patients and their 
families so that “they can understand what is going on.” 
(HW01)

There were also several instances when family are 
concerned about disclosing the cancer diagnosis and/or 
prognosis to the patient, particularly with older adults, 
due to concerns that “they can’t take it” (HW01). Some-
times, patients themselves ceded decision making to their 
family, for example one patient shared “I have given the go 
for my brother and daughter to decide for me” (PT102).

Content of ENABLE model
The content of ENABLE was mostly felt to be “relevant”, 
“comprehensive” (HW03), and “practical” (HW04) in the 
Singapore cultural context. Advance care planning was 
identified as an important topic, but the session has to be 
“tailor-made” (CG03) for the individual patient’s circum-
stances and the conversation needs to be navigated sen-
sitively: “So I think this is a very important topic, but how 
to bring it up would very much depend on how this nurse 
could actually bring it up” (HW02). Additional topics 
suggested included how to evaluate complementary ther-
apy options such as acupuncture and traditional Chinese 
medicine, dietary advice, and information on sources of 
practical caregiver support.

Financial and sexuality concerns were two additional 
topics suggested by participants and explored further in 
the study interviews. “Patients will often ask for financial 
information but it might often stop at how much a treat-
ment costs at that point in time, not what would happen 
or what you might need or if you cannot work what is the 
impact…” (HW04) Part of the worry is the uncertainty 
regarding “how long is this period going to last and how 
much we are going to spend. We don’t know that.” (CG100) 
Loss of income, cost of treatment and impact on family 
expenses were examples of financial worries cited, but 
participants did not suggest additional content beyond 
provision of information on sources of financial assis-
tance. While sexuality was raised as a salient issue for 
younger patients, some felt that it was taboo to address it 
routinely in the context of the ENABLE model. “Sexual-
ity is more sensitive. Not every patient or caregiver might 
bring it up so we might have to ask sensitively probably for 
certain cancers which affect body image specifically, and 
touch on that earlier rather than later in the trajectory.” 
(HW04)

Delivery of ENABLE model
Participants had varied opinions on the format and 
delivery of ENABLE. There were suggestions for hav-
ing a means of contact with the ENABLE nurse coach 
in between sessions and allowing for flexibility in the 
frequency and duration of sessions. There was a prefer-
ence for sessions to be conducted face-to-face to allow 
nurse to better assess the patient’s or caregiver’s reac-
tion, because “quite personal topics” (HW105) will be dis-
cussed. “For phone, the coach would not be able to observe 
the facial expressions that the patient or caregiver has so 
it is very hard for us to check in if they really fully under-
stand. And very hard for us to know whether they are com-
fortable to receive this knowledge or information at this 
moment.” (HW101). Face-to-face sessions were also per-
ceived to reduce distractions: “Every time I call patient, 
it seems like when they are outside or just like other things 
going on or maybe the background noise is very noisy. It is 
very hard to do the session.” (HW103) However, partici-
pants also acknowledged there may be logistic challenges 
in terms of timing and travel: while it may be “great if 
the session can be on the same day” to reduce the need 
for additional travel, it can also be quite “taxing” for the 
patient and caregiver to spend a long time at the health-
care facility. (HW103)

Discussion
The main aim of this formative evaluation trial was to 
assess the perspectives of patients, caregivers, and clini-
cians in Singapore on the needs and challenges in the set-
ting of a new diagnosis of advanced cancer, and cultural 
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relevance of the ENABLE model. Overall, the ENABLE 
model was perceived to be relevant and useful in our 
cultural context. Nonetheless, our study findings point 
to three main areas of modification to create an adapted 
ENABLE-SG for pilot testing.

First, the results identified thematic areas that are sali-
ent to advanced cancer patients and their family caregiv-
ers. Besides physical problems arising from the disease as 
well as cancer treatment, a particular area of unmet need 
that emerged was psychosocial and emotional support 
for patients and caregivers [26–28]. Aspects of psychoso-
cial support such as problem-solving, self-care, commu-
nication strategies and navigating treatment decisions are 
already in the original ENABLE model (Table 1) – these 
will be retained in the adapted ENABLE-SG. Advance 
care planning was specifically raised as a topic that 
should be addressed in later sessions when more rapport 
has been established. In the original ENABLE model, 
this is introduced in session 4 “Talking about what mat-
ters most and making choices” and will be kept here as 
the nurse coach should have built sufficient rapport by 
this time. However, there will also be flexibility to defer 
advance care planning to a later session if the nurse coach 
judges that the patient is not ready.

Additional areas of concern include financial needs, 
evaluation of complementary therapy, dietary advice, 
body image and sexuality changes. These will be added as 
optional topics for discussion in session 2 “Taking care of 
you”. For financial needs, the distress thermometer used 
to screen for problems at the start of each session will 
contain an item for financial concerns, triggering a refer-
ral to existing avenues of financial assistance if required. 
In the original ENABLE model, the nurse coach would 
screen for these topics and discuss them in greater detail 
if these were areas of concern to patients or caregivers. 
However, participants in this study seemed to desire 
additional written information on these topics, which 
could also be included in other iterations of ENABLE 
worldwide.

Second, in a family-centric cultural context, patients 
may not be fully aware of their cancer diagnosis and prog-
nosis. This family-centred decision-making approach is 
prevalent in many cultures worldwide [29, 30]. Families 
may feel it is their responsibility to receive bad news and 
decide how much should be disclosed to the patient, so 
as to protect the sick patient from unnecessary worry and 
to preserve hope; there is also a cultural obligation for the 
family member to bear the burden of making decisions 
on behalf of the patient [30]. In the context of ENABLE 
which seeks to help patients and family caregivers cope 
with problems arising from advanced cancer and/or can-
cer treatment, participants should at least be aware of 
their cancer diagnosis. However, in order to ensure that 

healthcare interventions are aligned with family-centric 
cultural values, the content of ENABLE-SG should be 
appropriate for patients who do not know the full extent 
of their cancer and where decisions are delegated to a 
family member. Sessions 1 to 4 of the original ENABLE 
model focus on coping skills that are applicable at all 
stages of cancer, and will only require minor modifica-
tions so that they can be conducted for patients who are 
aware of their cancer diagnosis but not their prognosis. 
For example, in the section on healthy eating and nutri-
tion, content on how diminished appetite can be “due to 
advancing illness or inability to control the cancer” could 
be removed. Sessions 5 and 6 on life review and creat-
ing a legacy may be challenging to address if the patient 
is not aware of their advanced stage of cancer. However, 
the nurse coach would have developed sufficient rapport 
with the patient by that time to judge whether it would be 
appropriate to proceed with these sessions sensitively, or 
defer them to a subsequent monthly follow-up call when 
the opportunity arises.

Notwithstanding the central role of the family in medi-
cal decision making, various decision-making styles were 
represented in our sample, including patient-directed and 
shared decision-making approaches [31]. While some 
patients would defer treatment discussions to their fam-
ily, others in the same geographical context may advocate 
for an informed and activated patient who has productive 
interactions with the healthcare team, and adopt a shared 
decision-making approach [32]. Therefore, healthcare 
decision making approaches need to be tailored to indi-
vidual family dynamics in the ENABLE-SG model. The 
content of session 4 “Talking about what matters most 
and making choices” will be modified to include an addi-
tional section on talking about decision-making prefer-
ences. The nurse coach will also be trained to continually 
assess preferred decision-making preferences and deliver 
the ENABLE-SG sessions accordingly.

Third, there was a preference for face-to-face sessions 
to allow for the use of non-verbal communication to 
strengthen the effectiveness of the model. This is particu-
larly salient given the need to assess patient and caregiver 
preferences for information disclosure and decision-
making approaches. Therefore, the adapted ENABLE-SG 
model will be delivered face-to-face at least for the first 
session to facilitate rapport building, with flexibility in 
subsequent sessions being conducted face-to-face or over 
the phone. Flexibility in mode of delivery of ENABLE-SG 
will be helpful to comply with physical distancing meas-
ures in the context of the ongoing Covid-19 pandemic.

A limitation is the study sample may not be entirely 
representative of the wider population of oncology 
patients, caregivers and healthcare professionals in Sin-
gapore. Specifically, patients who are not fully aware 
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of their diagnosis may be unrepresented, although we 
sought to elicit the perspectives of these patients through 
interviews with healthcare professionals. However, we 
used purposive sampling to ensure that participants rep-
resented the range of demographic characteristics, pri-
mary cancer type and professional backgrounds, while 
focusing on stakeholders for our target population of 
advanced cancer patients and caregivers. Therefore, we 
elicited a broad spectrum of perspectives to inform the 
cultural adaptation of ENABLE-SG for further testing.

Conclusions
To our knowledge, this is the first study to evaluate the 
relevance and suitability of ENABLE in the Southeast 
Asian geographical context. This could be a model for 
other countries in the region to implement their own 
versions of the ENABLE model. Our findings show that 
ENABLE is broadly relevant to the Singapore context, 
however it requires some cultural adaptations to opti-
mise its effectiveness in the local population. Three main 
modifications are suggested to the content and delivery 
of ENABLE – (i) include additional topics for discussion 
if relevant to the patient or family; (ii) assess preferences 
for decision making and tailor content to cater for indi-
vidual family dynamics; (iii) deliver the first session face-
to-face if possible and allow flexibility in mode of delivery 
for the rest of the sessions. Our findings will be used to 
guide the future pilot testing of the ENABLE-SG model 
in order to further evaluate the feasibility and acceptabil-
ity using the input of our stakeholders and continue to 
iterate a culturally sensitive and effective model of early 
palliative care for patients with advanced cancer and 
their family caregivers.
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