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Background: International stroke care guidelines recommend the routine assessment and management of psychological and emo-
tional problems in patients and their families after a stroke. This study aimed to explore the humanistic nursing needs of patients with
stroke and their families and provide a basis for the construction of humanistic nursing practice guidelines for advanced stroke.
Methods: From September to October 2019, using the descriptive phenomenological research method, a semi-structured interview
outline was formed based on a literature review and subject group discussions. A targeted sampling method was used to investigate 21
patients with stroke and 21 family members, respectively, and their care needs were investigated in depth. Colaizzi’s thematic cluster
analysis was used to analyse the data, and a total of 6 themes and 14 sub-themes were summarised.

Results: The 6 themes and 14 sub-themes were as follows: (D psychological care, (@) security concerns (professional personal
integrity, timely response), (3) emotional care (service consciousness, positive incentives, empathy, effective communication, provision
of a communication platform, personalised care), @ respect for rights, (5) rehabilitation care (rehabilitation programme, professional
guidance, rehabilitation configuration, continuation of services) and (& family care (physical and psychological support, care
guidance).

Conclusion: Among the humanistic care needs of patients with stroke and their families, the most basic physiological care accounts
for the largest proportion of emotional and rehabilitation care, followed by safety care, respect for rights and family care. Based on the
actual humanistic care needs of patients with stroke and their families, the practical effect of humanistic care in stroke wards can be
improved. This study provides a reference for the construction of humanistic nursing practice guidelines for late stroke.
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Introduction
Stroke is an acute traumatic life event that threatens human life and health. About 75% of survivors of stroke have
varying degrees of functional and psychological impairment, which places a heavy burden on families and society.'
Humanistic care that emphasises understanding, respect and attention to the actual needs of patients with stroke and their
families can improve mental health and even affect recovery outcomes. According to relevant research reports, medical
personnel in China receive relatively little effective humanistic care education, and their humanistic practical care
abilities are relatively low.> * In 2018, scholars conducted a survey of 211 hospitals in China on the issue of humanistic
care practice, and the results showed that the quality of humanistic care practice was not optimistic; it could even be said
that there was no real humanistic care.””’

For hospitals, effective practice is the key to delivering humanistic care for patients; however, since China’s
humanistic care evaluation indicators have not been standardised, and there is a lack of proven guidelines for specialist
care, the development of care standards is imperative. Since the 1990s, many scholars in China have devoted themselves

to research related to humanistic care. In the early 20th century, the National Health Care Commission proposed policies
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related to quality care services, which provided opportunities and guidelines for humanistic care research and practice.
Now, in the 21st century, humanistic care practice is dominated by the will of managers, and there is limited humanistic
care from the perspective of specialist nursing.® The development of humanistic care standards for specialities requires
not only manager-led and medical staff participation but also full consideration of the care needs of patients and their
families. At present, research on the humanistic care needs of patients with stroke and their families is not comprehensive
enough, and there is a lack of a practical perspective to explore the humanistic care needs of this group.’ Therefore, the
current study explored the practical humanistic care needs of patients with stroke and their families through semi-
structured interviews to provide a reference for the construction of humanistic care practice guidelines for the later stages
of stroke.

Methods

Design and Participants

The descriptive phenomenological research method was used to collect data through one-to-one structured interviews.
Twenty-one patients with stroke and 21 family members were surveyed separately using a phenomenological research
method that included semi-structured qualitative interviews. From September to October 2019, 21 patients and 21 family
members in a tertiary care hospital in Guangzhou, who each met the inclusion and exclusion criteria, were selected for
inclusion in this study and were interviewed qualitatively. The recruited patients were enrolled during treatment in the
hospital’s stroke unit. The interview time was stable and clearly answered, the patient’s interview was conducted alone on
the ward, and the patients and their family members were interviewed separately. Names were replaced by serial numbers
(A1-A21 and B1-B21), and sample inclusion was stopped when no new themes or concepts emerged.

The patient inclusion criteria were: (1) patients who met the revised diagnostic criteria of the Neurological Disorders
Branch,'® @) had a confirmed diagnosis of stroke by cranial computed tomography or magnetic resonance imaging, 3)
were aged >18 years, (4) were in a stable condition and (5 who participated voluntarily in this study. The patient
exclusion criteria were: (1) patients who were uncooperative, eg in a coma or with impaired consciousness, dementia or
aphasia, (2) with a previous history of dementia or psychosis and (3) with a history of alcohol or drug abuse.

The family inclusion criteria were: () the primary family caregiver (the person in the family with primary
responsibility for caregiving or who spends the most time caring),'' @) with normal verbal communication, 3) aged
>18 years and (3) who participated voluntarily in this study. The family exclusion criteria were: (D) paid carers (nannies,
carers, etc.) and (2) those with a history of alcohol or drug abuse or mental illness.

Detailed information on the participants was collected at the beginning of the discussion. These data included age,
gender, education level, address, religion, main occupation, relationship of the family members to the patient with stroke,
duration (years) of care and severity and duration of the patient’s illness. The interview took place in a quiet room to
ensure that was no external interference during the interview. Before the formal interview, the purpose and method of the
study were explained to the interviewees. Assurances were given that codes would be used instead of the patients’
identification data and that letters and numbers would be used to represent individuals to ensure their privacy. A consent
form was signed, and the entire process was recorded simultaneously. During the interview, the researcher listened
carefully, did not interrupt, remained neutral, observed changes in the interviewees’ tones, expressions, emotions and
actions and recorded them in time. Each interview lasted about 120 minutes.

Establishing a Research Group

A total of 15 research group members were included, comprising five junior-, middle- and senior-level members, one
director, one deputy director and one research officer from a tertiary hospital nursing department, six stroke specialist
practitioners (stroke specialists, specialist nurses, rehabilitation technicians, clinical specialists, managers, etc.) and six
postgraduate nursing students. The team members were involved throughout the study, discussing and identifying key
issues in the research process. The data analysis in this study was completed by Li Jun, and the transcriptionists were Li
Min, Xu Guoxian and Huang Guangbin, who used the inscription and statistical functions of OFFICE. The English
translations were performed by team members with backgrounds in Chinese and Western studies.
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Ethical Considerations

This study was approved by the ethics committee of the General Hospital of the Southern Theatre Command of the
Chinese People’s Liberation Army. A full explanation of the research purpose and method, rights and obligations, use of
recording equipment and other related matters was given to the interviewees. All participants provided a written and
signed letter of consent before the interview, and they agreed to publish the relevant data anonymously.

Data Collection

The first draft of the qualitative interview was formed from the results of a literature review and clinical practice, and the outline of
the formal interview was compiled after group discussion, expert consultation and pre-interviews. The outline is shown in Table 1
and Table 2. Interviewers were involved in each interview, and the entire interview was recorded for 30-90 minutes; the purpose,
methods, rights and obligations of the study were fully explained to the interviewees, and an informed statement was signed.

Data Analysis

Within 24 hours after the interview, the recorded data were translated into words, and the non-verbal data, such as the
interviewees’ attitudes and actions observed during the interview, were categorised.'>'® Colaizzi’s thematic cluster
analysis was used to analyse the data.

(1) The recorded data was converted into a verbatim text manuscript, which was studied repeatedly to derive an overall
concept. (2) The meaningful content in the statements was extracted as initial coding keywords. (3) The keywords and
repeated text fragments were analysed to form categories and subcategories. (4) Ideas were collected. (5) Detailed excerpts
and descriptions of the collected views were produced. (6) The assembled ideas were systematically grouped into con-
ceptualised themes. (7) The collated documents were returned to the interviewees to check the consistency of the statements.

Quality Control

Before the interview, a good relationship was established with the patient and their family, and a representative sample of the
study population was selected. During the interview, the interviewer’s attitude remained neutral throughout, with no eliciting
or suggestive statements; the analysis process was achieved in suspension, with an open-minded perspective and without prior
knowledge or experience. The interviewees were encouraged to express themselves fully, clarifying inaccurate information
when appropriate, and their expressions and non-verbal behaviours were recorded. After the interview, the recording was
studied repeatedly and transcribed and analysed in detail. After transcription, the original recording was compared with the
transcribed version, and the transcription was sent to the participant for confirmation. When there was disagreement on the
refined theme, the research group held a discussion, compared the differences between the two and determined the final theme.

Results

General Participant Information
There were 42 participants from 22 cities in 8 provinces (municipalities directly under the central government) in China.
There were 21 patients with stroke, with 21 corresponding family members (patients: Al to A21; family members: B1 to

Table | Outline of the Interviews

Projects Ask the Patient Questions Ask the Family Questions

| What is your biggest psychological feeling at the What is the greatest psychological feeling since caring for a sick relative
moment

2 How would you most like to be supported and What kind of support and assistance would you and your patients most like to
assisted by health care professionals receive from your healthcare professionals

3 What kind of medical services do you think you need | What do you think a human service looks like
most
How to evaluate the caring behaviour of medical staff | How to evaluate the caring behaviour of medical staff

6 Tell us about the warmest thing and the least Tell us about the warmest thing and the least satisfying thing
satisfying thing
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Table 2 Characteristic of Stroke Patients

Serial Gender | Age Academic Occupation Place of Religious Type of Disease Number of Number of Days | Payment of Hospital
Number Qualifications Residence Beliefs Hospitalizations in Hospital Fees Mode
Al F 3 2 | | None Cerebral infarction 4 (current year) 6 |
A2 F 3 3 | | None Cerebral infarction | 7 |
A3 F 2 2 3 2 Christianity Cerebral infarction | 20 2
A4 M 2 2 3 2 None Cerebral infarction | 27 3
A5 M 2 2 3 | None Cerebral infarction | 4 |
A6 F 2 2 3 2 None Cerebral haemorrhage 4 35 3
A7 F 2 2 4 | None Cerebral haemorrhage | 5 |
A8 M 2 | 3 2 None Cerebral infarction | 8 3
A9 M 3 2 | 2 None Cerebral infarction | 5 3
AlO F 3 | 5 | None Cerebral infarction 3 8 |
All M 3 2 5 | None Cerebral infarction | 13 |
Al2 F 2 | 4 2 None Cerebral infarction | 10 |
Al3 F 3 3 | | None Cerebral infarction | 5 |
Al4 M 2 2 5 2 None Cerebral infarction | 15 |
AlS F 3 2 | | Buddhism Cerebral haemorrhage 2 8 |
Alé6 F 2 2 2 2 None Cerebral haemorrhage 2 9 3
Al7 F 3 2 | | Buddhism Cerebral infarction | 4 |
Al8 M | 2 5 2 None Cerebral haemorrhage | 9 2
Al9 M 3 2 4 | Christianity | Cerebral haemorrhage | 11 2
A20 M 3 3 | 2 None Cerebral haemorrhage | 16 |
A2l F 3 2 | | Buddhism Cerebral haemorrhage | 7 |

Notes: Description: Gender: M= male, F= female. Age (1= under 35 years old, 2=36-59 years old, 3= over 60 years old); Education: |1= primary school and below, 2= secondary school; 3= University or above; Place of residence: | = city,
2= town; Occupation: |= retired, 2= enterprise employee, 3= worker, 4= businessman, 5= other; Payment method:|= medical insurance; 2= self-pay, 3= other.
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B21). The male-to-female ratio was 1:1. Seven had religious beliefs, accounting for 16.7% of the participants. The age of
the patients was (56.67 £ 12.10) years, the length of hospitalisation was (1.48 £ 0.83) years, and the number of hospital days
was (21.00 £+ 7.94) days. Seventy-six percent of the patients had a secondary school education. The family members were
(43.19 £ 16.29) years old, the length of care was (297.76 = 1239.64) days, and 72% had a secondary school education.

Table 2 and Table 3 list the basic characteristics of the participants in terms of occupation, family relationship with the
patient, years of care and severity and duration of the patient’s illness. Table 4 contains the interview results.

Theme |: The Need for Physiological Care

All the interviewees in this study agreed that physiological care was the primary humanistic need and that other
humanistic needs should only be considered if an extension to life is guaranteed. The most troubling physiological
problems for patients with stroke are the range of problems caused by swallowing disorders and those of elimination and
discomfort caused by passive bed rest.

Respondent A2 said:

I’'m a very careful person. I’ve been in hospital with a gastric tube, and I can’t take care of myself. I haven’t had a drop of water
in my mouth for many days, [and] my tongue is like a wooden poke. I don’t even dare to talk because I have such a big mouth.
I’d be grateful if a ‘nurse’ could help with this.

Respondent A4 said:

It’s hard not to have a bath for so many days; I feel particularly dirty... Even if I can’t wash it, it’s good to wipe it with hot
water, but I can only think about it.

Table 3 Characteristic of Relatives

Serial Gender Age Academic Occupation Relationship Place of Religious Length of

Number Qualifications with Patients Residence Beliefs Care (Days)

Bl M | 3 2 2 | None 15

B2 M 2 2 3 | 2 None 150

B3 F 3 2 | | | None 20

B4 M | 2 3 2 2 None 3

B5 M 2 2 4 2 2 None 14

Bé6 F 2 2 5 | | None 14

B7 M 3 2 3 | 2 None 7

B8 M 2 3 4 2 2 None 5840

B9 M 3 2 5 2 2 None 31

BIO M | 2 4 3 | None 5

Bl F 2 2 3 3 2 None 20

BI2 M 3 | 4 | 2 Buddhism 20

BI3 M | 2 3 2 | None 20

Bl14 F | 3 5 2 2 None 6

BI5 M | 2 5 3 2 None 10

Blé6 M 2 3 2 2 | None 7

BI17 F | 2 5 2 2 None 13

B18 F | 2 5 2 2 None 9

BI9 F 2 [ 2 | 2 None 12

B20 F 3 [ 5 | 2 None 18

B21 F 2 2 4 | | Buddhism 20
Notes: Description: Gender: M= male, F= female. Age (1= under 35 years old, 2=36-59 years old, 3= over 60 years old); Education: |= primary school and below, 2=
secondary school; 3= University or above; Place of residence: 1= city, 2= town; Occupation: |= retired, 2= enterprise employee, 3= worker, 4= businessman, 5= other;
Relationship with patients: 1= husband and wife, 2= children, 3= other family members.
Journal of Multidisciplinary Healthcare 2023:16 https: 721

Dove:


https://www.dovepress.com
https://www.dovepress.com

Li et al

Dove

Table 4 Subjects, Codes, Meaningful Units

Key Themes

Sub-Theme

Coding

Meaningful Units

The need for physiological care

The need for safe care

The need for emotional care

The need to respect rights

The need for rehabilitative care

The need for family care

Professional Conduct

Prompt response

Service Awareness

Positive incentives

Empathy

Effective communication

Providing a platform for exchange

Personalised care

Rehabilitation Programme

Professional guidance

Rehab configuration

Extended Service

Physical and mental support

Caregiving guidance

No water ingress, big mouth

Feeling awful without a shower

Fear of pulling on the bed

No change of clothes for 4 days

Can eat and talk

Vocal

Technology is valued

Checking

Expertise

Blood clots

The needle was swollen for two days and no one attended
to it

Come in immediately if you have a problem

No nurse after the injection

Smiles and attitude

Proactive

A look of affirmation and words of encouragement
Indifference

Reassure me not to be anxious

No regard for feelings

Why did not you tell me about the danger?

No clarification

The explanation is particularly detailed

Patients are able to communicate and empathise with each
other

Like-minded

Therapeutic touch

Psychotherapy

Equality and information

Privacy

Self Introduction

Develop a rehabilitation plan

Rehabilitation programme to be completed daily
Overall awareness

Rehabilitation guidance

Lit. turn to any doctor in a crisis (idiom); fig. to try anyone
or anything in a crisis

Rehabilitation videos

Rehabilitation equipment

Return visit

Need for care

Companion bed required

Professional explanation

Do not know how to deal with it

What to do for care

It’s hard to care for patients without knowing

A2, AIO
A4
Al0, Al2
All
BI2
BI5
A20
Al9
B8
Al8
Al

AlS
B3, BI9
al, a2, a6, al8, b5, bl4
A3, A7, AlO, Al6, A2
al,a2,a3,a8,bl,bl2,bl3
A2
A9
Al8
Al
All
A20
A8, AlS

A20
B6, BI |
B9
A2, A5
Al3, AlS
Alé
al3, al9, bl3, blé, bl7
A20
Al, B5, B7
A5, Al9
A6, Al2

A7, All

Al3, A20

Al, Al4
Bl
B6
Bl14
Blé
BI8
B20

According to respondent A10:

I’'m alone in the hospital. No one helps me on the toilet; I don’t eat or drink, or I poo on the bed...

Respondent B12 stated:

Being able to eat and talk solves a lot of problems, [like] inserting a stomach tube, [which] he always wants to pull out.

7 2 2 https:

Dove!

Journal of Multidisciplinary Healthcare 2023:16



https://www.dovepress.com
https://www.dovepress.com

Dove Li et al

Theme 2: The Need for Safe Care

The need for safety is an instinctive response. During the interviews, 12 patients expressed helplessness and fear caused

by a lack of disease-related knowledge, unknown disease progression and recovery outcome. The patients and their
family members agreed that the feeling of safety comes from the professionalism of the medical staff, including
responsibility, professional knowledge, operational skills and standard management.

Professional Manipulation
Respondent A18 said:

There was some blood back in the indwelling needle in my hand; one nurse drew it off each time before the drip, but the other
nurse just flushed the clot straight back into the blood vessel. How did the two do it differently? Can a blood clot be harmful

when pushed back into a blood vessel?
Respondent A19 stated:

Some nurses will ask you what your name is every time you come over to give a shot and issue medication, and only after they
are sure will they issue the medication and give the shot; some nurses will just do it without asking your name, or they will just
look at the bed number.

Respondent A20 said:

I am also a professional technician. I value this piece of technology. Before I was hospitalised in a hospital and had to give an
injection, the nurse searched and searched but couldn’t find the blood vessel; it took four consecutive injections to get it. The
basic skills should be well practised to reduce a lot of pain for patients; this is also the greatest care for us.

Answer Promptly
Respondent Al said:

My indwelling needle has been swollen for 2 days, and no nurse has come to take care of it. I called her and forgot.
Respondent A15 stated

If you have a problem, you can come immediately or come more often to help me find the problem in time and deal with it earlier.
Respondent B3 reported:

No nurse for a long time after the injection.

Theme 3: The Need for Emotional Care

This theme was mentioned by a total of 29 people, accounting for approximately 70% of the total number of respondents; it was
the most popular of all the themes. The sub-themes included awareness of service, positive motivation, empathy, effective
communication, providing a platform for patients to interact with each other and the need for personalised care. During the
interviews, eight patients were afraid to express their true feelings and needs to the medical staff for fear of being disliked, while
they wished for active greetings, understanding of needs, listening to feelings, thinking differently and patience and attentiveness.

Awareness of Service
Respondent A1 said:

For us patients, we really don’t ask for much; even a smile or a look is very satisfying, the service of putting yourself in the
patient’s shoes is really more useful than the treatment plan...

Respondent A10 stated:

When I was in the local hospital and wanted to get a reimbursement slip from the inpatient office, the nurse said: “you can’t use

your legs; I’ll bring it over for you.” I immediately cried.
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Respondent A21 said
Many people are too afraid to talk or ask. Ask them what they need and help answer their questions so that they can reach

people’s hearts.

Positive Motivation
Respondent A8 reported:

The most important thing I want the medical staff to tell me is to get well soon. I feel confident after listening to them. I feel
sorry for them if I don’t get well soon.

Respondent B12 said:

The hospital is the last straw; if the medical staff can’t give him encouragement, he may not have much desire to live. If the
medical staff can’t give him encouragement, he may not have much faith.

Respondent B13 stated:

I hope the medical staff can give us some good cases so that we all have something to look forward to.
Empathy
Respondent A2 stated:

I told the nurse that I had a headache, and she said sure la; all day long I was lying...feeling so cold-blooded.
Respondent A9 said:

The first few days I was admitted, I always had a lot of questions to ask, and they all understood my feelings and comforted me...

Effective Communication
Respondent Al stated:

Good communication relaxes our mind[s]. The doctor told me that my illness was more dangerous than everyone else’s in the
ward but he didn’t tell me how dangerous it was. I see the other two are paralysed in bed and scared to death.

Respondent A20 said:
I saw that the doctor in the next bed was very good; he came to see him several times a day and gave him the checklist himself. He gave

a particularly detailed explanation and made analogies for medical terms he didn’t understand, so he understood it as soon as he heard it.

Providing a Platform for Communication
Respondent A8 stated:

If the hospital can provide us with a platform for patients to communicate with each other, organise some patient meetings and
invite discharged patients to join together to talk about their post-stroke recovery journey so that we can tread less on the pitfalls.

According to respondent Al5:
The psychological hurdle is very difficult after a stroke; maybe the medical staff can understand, but how can he care so much

when he’s used to seeing it? Only we, the patients, can understand each other and have a sense of compassion for each other.

Personalised Care
Respondent B6 stated:

My dad is in a coma. I wish the nurse would talk in his ear, [give] simple physical contact, give him more stimulation; maybe he

could hear it, and that would help him revive.
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According to respondent B11:

Maybe it’s hard to accept mentally because he had a stroke. He doesn’t talk to us; I wish there could be a nurse to hold his hand
so he can feel warmth.

Respondent B9 stated:

My son used to be alive and well. Now, he is only paralysed in bed. He can’t accept his state; he is on a hunger strike and

refuses treatment. I really need a psychologist to ease his mind.

Theme 4: The Need to Respect Rights

Patients with stroke are vulnerable to low self-esteem due to their neurological deficits. Many of the interviewees
described how they were “not like human beings, not like ghosts” after their illness and how few medical staff really
cared about their personal rights, especially their privacy.

According to respondent A13:

In the morning, the bed next door was not there, and the medical staff who checked the room were saying that this bed was
positive for M toxin and something else that didn’t sound good. I thought, are they always like that? It was quite uncomfortable
mentally, even though it wasn’t me who was saying it.

Respondent A15 said:

We have requests for hospital stays that will be frowned upon, being called difficult to serve. The only thing I wish I could do is
to pull the curtain for me when I am being cleaned; there are men in the ward, and the door is open. Every time I have my skin
checked, I lift the blanket and pull down my trousers, I’'m not prepared.

Theme 5: The Need for Rehabilitation Care

Nearly 75% of stroke survivors have varying degrees of functional impairment,' making rehabilitation care the most
pressing care topic for the majority of patients and their families. A total of 22 respondents, or 52% of the total number
interviewed, talked about this. The most important aspects of rehabilitation they were concerned about included
rehabilitation programmes, professional guidance, rehabilitation configurations and continuity of services.

A Well-Developed Rehabilitation Plan
Respondent A20 said:

You can tell us the rehabilitation plan to be completed each day or give me a form so I know what I have to do that day or what
I will be doing tomorrow.

Respondent B16 stated:
Give the patient and family a rehabilitation plan. Which step needs to be done when? Which treatment should be on when? That
way, the family has a mental picture and can organise themselves in advance.

Professional Guidance

Respondent A1 said:

Being in hospital gives us an understanding of our condition or allows us to learn more about the disease. It’s particularly scary
when you don’t know anything about it; once you understand it, maybe, you won’t be so scared.

Respondent AS stated:

Help guide us when we walk past, and [when you] see that we are not exercising correctly, teach us how we should be

exercising.
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Respondent B7 said:

We should be told about any rehab that needs to be done earlier; we have only heard that it needs to be done earlier. We don’t

know exactly how early.

Rehabilitation Configuration
Respondent A7 said:

A lot of times when we are lying in bed, we don’t have the motivation to do rehabilitation exercises, and sometimes, we forget
how to do them. We can’t get out of bed, so it would be good if we could put some rehabilitation exercise videos on the ward

where we can watch and learn along at any time.
Respondent A13 stated:

I can’t get out of bed. My hands and feet feel like they are frozen. I feel like there is no blood left. Is there any machine that can
warm up my hands and feet?

According to respondent A20:

I feel like there’s no other configuration here apart from that machine that pushes around, and it’s hard to say how effective it is.
We don’t even have a choice. Is there nothing else?

Continuing Services
Respondent A1 stated:

It would be nice to be able to ask occasionally after discharge about the progress of recovery, problems and follow-up
appointments. We don’t even know which doctor’s number to call for our follow-up appointments, so it would be better if
we could be seen by the bedside doctor during our stay in hospital; as we have already established a relationship upfront, we are
familiar with each other and trust each other much more.

Theme 6: The Needs of Family Carers

In the interviews, most of the interviewees’ families were in the lower-middle class. Their families responded that
they were under far more pressure than they thought and that, in addition to the financial burden of care, they
were afraid of being left with no money but even more afraid of losing their loved ones. Many families expected
medical staff to care for their patients while occasionally taking care of their families and giving support when
appropriate.

Physical and Psychological Support
Respondent B1 said:

Can you do psychological comfort for the family? Help me quickly...I feel I can no longer cope and need care badly.
Respondent B6 stated:

They can’t even manage their patients. How can they have the time to care for us? I wish we could just give the family
a companion bed. We’re really tired...

Care Instructions
Respondent B18 commented:

We would like to know what to do for care during hospitalisation. How does rehabilitation work? What are the precursors to
a relapse? What to do about exercise...The medical staff can tell us from big data.
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According to respondent B20:

We would like the medical staff to tell us how this disease was caused. What should we pay attention to in the future? Are there

any dietary contraindications? It is difficult to take care of patients when we don’t know anything but only how to serve them.

Discussion

Quality Care is a Fundamental Prerequisite for Meeting the Needs of Patients

In 2010, China released the “Quality Care Service Demonstration Project Activity Programme”, and immediately, quality
care became an important indicator of nursing quality evaluation.'* The content of quality care runs through the whole
process of patient care, involving service attitude, communication, safety management and so on. The essence is patient
centred, in line with the original intention of humanistic care.'” To better serve patients, it is natural to start with their
needs. The needs of patients with stroke vary according to the period of recovery, but no matter the period, quality care is
essential.'® The frequency of text coding in this study for the themes of service awareness, service response, safety of
care, physical and psychological support, respect for rights, communication and guidance was high. The results of this
study suggest that patients with stroke and their families are also most concerned about the quality of care, which is
similar to the findings of most academics.'”"°

Many needs are not met due to neurological deficits, such as eating, cleaning and independent walking. Respondent

A2 said in an interview:
I’ve been in hospital with a gastric tube...and my tongue is like a wooden poke, I can’t even stand it...

which is consistent with the feelings of patients reported in a survey on human needs in intensive care units.”’ The
situation described by respondent A2 reflects our thoughts on the quality of primary care. At the same time, factors, such
as attitude, delays and language of service, can lead to a loss of trust in healthcare institutions; studies have reported that
this can lead to up to 80% of medical disputes and is an important driver of reduced patient satisfaction and tension
between doctors and patients.?'** Therefore, nursing staff can turn passive information into active service by enhancing
their service awareness, strengthening their communication skills and calmly asking patients about their needs so that
basic care can be completed and quality care can be truly implemented. Li Huiling’s team®® illustrated this theme well by
building a basic care service chain, with remarkable results.

Second, during the nursing process, we observe changes in patients’ conditions, strictly implement core medical system
and nursing protocols and strengthen anticipatory care based on perfecting the assessment, prevention, reporting and
treatment plans for stroke-related complications and adverse events; thus, potential threats to patients’ lives can be detected
and addressed promptly to enhance the safety of patients and their relatives and improve the patient care experience.

h,>*° emotional care and respect for individual rights are elements of

In line with the findings of other researc
concern for patients and their families, which they expect to receive consistently. Widar®’ states that considerate care can
make for a helpful care experience for patients with stroke and prevent frustration. In patients with stroke, sudden
functional impairment and role changes often make it hard for them to accept reality, leading to low self-esteem, anxiety,
depression and other negative emotions. In these interviews, the vast majority of patients had thoughts of life as death
and light-heartedness, which could be significantly reduced by effective psycho-emotional care.”® In addition, some of
the interviewees reported that it was difficult to feel respected by medical staff and felt that they were treated only as
patients and not as equals. Therefore, patients require care that is truly comprehensive, and emotional care and basic

respect are both important elements of quality care.

Rehabilitation Care is an Urgent Component of Meeting Patients’ Needs

Quality of life is one of the most common indicators of the effectiveness of rehabilitation for patients with stroke.?
Assisting such patients to gain the ability to return to society and maximise their quality of life is the ultimate goal of
humanistic care in stroke wards and is appreciated by patients and families. During the interviews, 22 respondents
mentioned rehabilitation-related needs, most of whom lacked knowledge about the disease, thus delaying optimal
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treatment. According to Zhang Xiuying et al,** less than 35% of patients and their families know about stroke disease
and warning symptoms, and less than 40% know how to identify them and the time window for thrombolysis; however,
in Malaysia and the USA,*'? over 90% of people know the symptoms of stroke, and over 70% know they must seek
treatment within the thrombolysis time window. Therefore, it is imperative to provide professional medical information
and technical guidance and increase the breadth and depth of stroke knowledge to improve public health literacy. Patients
and their families should also be invited to work with a multidisciplinary team to develop and implement a personalised
rehabilitation plan to help them understand the stages of stroke recovery and build their confidence. This participatory
approach to rehabilitation was reported in>* to have a significant impact on patients’ recovery of function and mobility
and improve their quality of life. In addition, ongoing health education, pre-discharge homecare and home modification
guidance, and post-discharge extended care and follow-up visits are needed to better consolidate the effects of
rehabilitation treatment.

Family Care is an Integral Part of Humanistic Stroke Care Practice
Family members are the primary caregivers of patients who have had a stroke, and the quality of care can have a direct
impact on the outcome of the patient’s recovery; however, this topic is often overlooked in the current healthcare system.

Relevant data®*3>

show that in 2019, the incidence of stroke in China was 201/100,000, with an increasing prevalence.
The number of people aged 40 and over who are living with stroke is approximately 17.04 million, and the standardised
prevalence of stroke in the population aged 40 and over has increased from 1.89% in 2012 to 2.58%. In contrast, at the
end of 2018, the total number of registered nurses in China was only 4,098,600, and there was a gap between the bed-to-
nurse ratio and the relevant standard.

In recent years, many scholars in China have gradually focused on the families of patients with stroke, but there are
fewer references to family care.**® Studies by Wiles>® have shown that families mostly feel stressed in the early stages
of caring for a patient with stroke due to a lack of appropriate caregiving knowledge. Similar findings have been reported
in other studies, including the Scoping Review,*® which found that stroke carers felt that care knowledge and physical
and psychological support were the most urgently needed aid. Therefore, assessing family carers’ stress reactions, the
stress of caring for patients with stroke and providing information on stress management, caregiving skills training and
access to professional companions can help families feel the warmth of their carers and reduce their physical and
emotional stress.*!

Conclusion

Based on the actual humanistic care needs of patients with stroke and their families, the practical effect of humanistic
care in stroke wards can be improved. This study provides a reference for the construction of humanistic nursing practice
guidelines for late stroke.

Data Sharing Statement
All data generated or analyzed during this study are included in this published article.
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This study was conducted in accordance with the Declaration of Helsinki and approved by the Ethics Committee of
General Hospital of Southern Theatre Command (YLL[2020]70). All participants provided a written and signed letter of
consent to be interviewed.

Consent for Publication
All participants agreed to publish the relevant data anonymously.
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