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Background: First-generation migrants from South Asia account for a considerable proportion of the immigrant populations in high-
income, western countries and are at a high risk of developing complex, chronic diseases such as cardiovascular disease and diabetes.
Yet, previous systematic reviews have not synthesized information about the healthcare needs and preferences of such migrants and the
best ways for health services to provide them with appropriate, culturally sensitive, patient-centered care. The aim of this study is to
systematically review the international evidence about first-generation, South Asian migrants’ healthcare experiences from the
patients’ perspectives.

Methods: Five databases were searched for qualitative, quantitative, and mixed methods studies published between January 1990 and
April 2020. Fourteen thousand, six hundred and forty-four papers were retrieved and screened using pre-determined eligibility criteria.
Sixty-one papers were included in this narrative synthesis. Relevant qualitative findings from the included papers were thematically
analyzed, and quantitative findings were summarized.

Results: Five themes emerged from findings: 1) Healthcare services engaged; 2) the language barrier; 3) experiences and perceptions of
healthcare advice; 4) the doctor—patient relationship; and 5) the role of patients’ families in supporting access and delivery of healthcare.
Conclusion: The findings indicate that communication barriers reduce the cultural and linguistic appropriateness of healthcare.
Potential solutions include employing healthcare staff from the same cultural background, training healthcare professionals in cultural
competence, and proactively including first-generation, South Asian migrants in decision-making about their healthcare. Future
research should explore South Asian migrants’ experiences of multimorbidity management, continuity of care, interdisciplinary
collaboration, the formation of treatment plans and goals as little to no data were available about these issues.

Keywords: patient-centered care, patient participation, migrant, chronic disease, health services, sociological factors, systematic
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Plain Language Summary

Increasing numbers of South Asian migrants are settling in high-income, western countries. As South Asian migrant populations in high-
income, western countries are at an elevated risk of developing long-term medical conditions such as type 2 diabetes, it is important that the
healthcare experiences of South Asian migrants with long-term medical conditions are understood and addressed. Consequently, the
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authors undertook an international systematic review exploring the healthcare perspectives of first-generation, South Asian migrants who
have long-term medical conditions and live in high-income, western countries. Conducting this review involved searching five major
databases of scientific journal articles for relevant papers, extracting pertinent information from these papers, and analyzing the obtained
data. This review identified various cultural barriers South Asian migrants experienced when accessing healthcare in high-income, western
countries as well as their preferences and beliefs regarding healthcare for managing their long-term medical conditions. The lessons learned
from this review suggest that efforts must be made by healthcare services to meet the needs of South Asian migrants with long-term
medical conditions, thereby improving their experiences of care and ability to manage their own health.

Introduction

High-income, western societies are increasingly multicultural and are home to substantial numbers of South Asian
migrants,14 that is, those originating from Afghanistan, Bangladesh, Bhutan, India, Maldives, Nepal, Pakistan or Sri
Lanka.’ The World Migration Report conveyed that, in 2020, the largest international migrant population originated from
India.® The migrant corridor between the United States and India was one of the largest corridors, globally, with over
two million migrants from India residing in the United States. India and Pakistan were among the top three countries of
origin for migrants settling in the United Kingdom.®

Compared with people of other ethnicities, South Asian individuals are at a higher risk of developing type 2 diabetes
and cardiovascular disease.” '? Diabetes, cardiovascular disease and related mortality may manifest at a younger age for
South Asian migrants than for other ethnic groups.”'' Living with and managing chronic diseases is challenging,"’
however, migration may pose additional barriers. Like other migrant groups, South Asian migrants may experience
inequalities of access to healthcare following migration due to language barriers, low health literacy levels, an unfamiliar
healthcare system, low socio-economic status, and incidents of discrimination.” Low socio-economic status following
migration and, consequently, residence in underprivileged areas can further exacerbate an increased incidence of chronic
disease and poor access to healthcare services.”®

Previous literature suggests that the provision of patient-centered care (healthcare that is appropriate, emotionally and
physically supportive, readily accessible in a timely manner and delivered with respect for patients’ needs, beliefs and
preferences) may improve patients’ satisfaction with clinical care, rapport with healthcare professionals, and self-
management of chronic diseases.'*'® Inadequate understanding and consideration of patients’ cultures by healthcare
professionals can lead to stereotyping and alienation of minorities, misunderstanding of patient barriers for engaging with
healthcare services, poor communication between patients and healthcare professionals, and a lack of adherence by the
patient to treatment, indicating the need for culturally tailored healthcare provision.'”'” However, systematic reviews
exploring the effectiveness of culturally tailored, patient-centered care interventions have not consistently demonstrated
or assessed improvements in patient health outcomes, and, at times, the included studies lacked rigour.**>* Further
consideration of migrants’ healthcare needs, such as the preferred duration and methods of culturally tailored healthcare
interventions, the quality of communication between healthcare professionals and patients during these interventions, and
cultural competency training for healthcare professionals, may be required when developing culturally appropriate,
patient-centered care interventions for diverse populations.?’2?

This systematic review aims to explore the patient-centered care experiences of first-generation South Asian migrants
living with chronic diseases in high-income, western countries from the patients’ perspectives. The findings will assist in
further understanding South Asian migrants’ healthcare experiences and support the development of a culturally and
linguistically appropriate, patient-centered healthcare delivery approach for these populations.

Methods

Protocol and Registration

The systematic review protocol was informed by the Economic and Social Research Council guidelines for narrative
syntheses®* and reporting was informed by the Preferred Reporting Items for Systematic Reviews and Meta-Analyses
(PRISMA) 2020 guidelines.”® The protocol is registered on PROSPERO (PROSPERO  registration
number: CRD42020131096).
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Literature Search and Screening

A comprehensive search strategy was developed with the assistance of a research librarian. Free text terms and relevant
controlled vocabulary relating to healthcare, South Asian migrants, high-income, western countries, and chronic diseases
were compiled. Boolean and proximity operators were used to refine the search strategy (see Supplementary Material 1

Medline search strategy).

The literature search was performed in April 2020 using the Cochrane, Embase, Medline, CINAHL, and PsycInfo
databases, seeking papers published from January 1st, 1990, to April 27th, 2020, inclusive. The authors chose 1990 as
a limiter because a considerable number of individuals migrated from South Asian countries to western countries
between 1990 and 2020.>2°%° Studies yielded from the literature search were exported to EndNote and duplicates
were removed. The studies were uploaded to Rayyan QCRI for screening. Three authors independently screened titles,
abstracts, and full texts of the retrieved articles (two authors per article). Additional articles were gathered using
snowballing, whereby reference lists of systematic reviews and eligible articles were examined for further relevant
papers. Titles, abstracts and full texts of these papers were also screened against the eligibility criteria.*® Conflicting
assessments were resolved through discussion between the authors of this review.

Eligibility Criteria

A diverse range of study designs from any setting were eligible for inclusion. To be included in the review, the study sample
needed to comprise of first-generation, South Asian migrants, aged 18 years or older, with at least one diagnosed chronic
disease, living in high-income, western countries. South Asian migrants were those who originated from Afghanistan,
Bangladesh, Bhutan, India, Maldives, Nepal, Pakistan or Sri Lanka.” For studies involving migrants from multiple genera-
tions or ethnic groups, only results which clearly related to first-generation, South Asian participants were included. Findings
were considered to represent first-generation South Asian migrant data, unless otherwise indicated, if at least 80% of South
Asian participants were identified as first-generation. Chronic diseases were defined as illnesses that could last in the body for
at least 6 months, which may require ongoing healthcare.*'** Chronic diseases included, but were not limited to, conditions
such as arthritis, asthma, chronic back pain, cancer, cardiovascular disease, chronic obstructive pulmonary disease (COPD),
diabetes, kidney disease, mental health conditions, and osteoporosis.*® High-income, western countries were identified as
high-income countries of Europe, high-income Asia and Pacific (ie Australia and New Zealand) and Northern America,
where the majority of the population is of European origin.** For the purpose of this review, patient experiences included
beliefs, needs, preferences, attitudes, and expectations along with experiences of events regarding their healthcare.

For inclusion, studies needed to discuss at least one of the following outcomes:

e Experiences, beliefs, needs, preferences, attitudes, and/or expectations relating to the patient-centeredness of
healthcare'® delivered by healthcare services, healthcare professionals or informal healthcare providers to patients
from the patients’ perspectives

e Results of culturally tailored interventions for South Asian migrants, which explored the patient-centeredness or
quality of care, changes in patients’ health behaviors or self-efficacy, health outcomes or satisfaction with decisions
regarding their treatment plans

Single-case studies and studies which focused on participants that had departed their countries of origin less than a year
ago or were on a student visa were excluded. Where study participants were not adequately defined for eligibility
purposes, but eligibility was a possibility, corresponding authors were emailed for clarification and references were
included if eligibility was confirmed.

Data Extraction and Appraisal

Data extracted from studies included participant demographics, methodological information for the study and results
pertaining the outcomes listed above. Extracted information was entered into a data collection spreadsheet created by the
authors using Microsoft Excel. The quality of included articles was evaluated using tools appropriate to the study design
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to ensure that the studies were methodologically sound (see Supplementary Material 3 for quality appraisal tables).

Qualitative studies were appraised using COREQ,*’ randomized control trials were appraised using CONSORT*® and
other observational study designs such as surveys were appraised using STROBE.?>” Where studies were of mixed
methods, only the parts of the study which presented relevant results were appraised using one or more of the three
aforementioned checklists. Checklist criteria were marked with either “yes”, “no” or “partially” depending on the extent
to which the studies met the criteria. Scores were assigned for each criterion that was met (yes = 2, partially = 1, no = 0)
and total scores were converted to percentages, with the maximum possible score as the denominator. Studies presenting
quantitative results underwent a risk of bias assessment using tools relevant to their study design.’® Randomized
controlled trials were assessed using ROB-2 for the effect of assignment to intervention.*” Non-randomized studies
such as cross-sectional papers were assessed using the Risk of Bias Assessment tool for Non-randomized Studies

(RoBANS).*° Criteria deemed as inapplicable to the study were excluded from the quality appraisal.

Data Analysis

Due to the broad scope of the review, diverse range of study designs and objectives, and the predominantly qualitative nature of
included papers, a narrative synthesis approach was utilized to analyze the data.”* Qualitative data were analyzed inductively
using the Braun & Clarke (2006) method of thematic analysis, while quantitative data was summarised.”**' Extracted
information from included studies was read in depth and coded line by line.*' A key word or code was assigned to each data
segment leading to the development and continual evolution of a coding guide.*' The first four eligible papers were coded
independently by two authors, following which the coding was discussed to address discrepancies. Thereafter, all coding was
completed by one author. Themes were identified by grouping similar codes and were reviewed and refined through discussions
with all authors to ensure consistency.*' Quantitative data were summarized using the data extraction spreadsheet. Quantitative
data relating to outcomes of culturally tailored interventions were compared with each other. Quantitative results from cross-
sectional studies and interventions were also compared with qualitative results. Summaries and outcomes of the quantitative
results were described narratively. Trends were identified between the results of studies by examining factors such as participants’
demographics. Outlying results were also explored. The studies in this review were not sufficiently homogenous in their aims and
methods to conduct a meta-analysis.

Results

Overview

The database search yielded 14,644 studies. Following full-text screening, 61 studies were included in this narrative synthesis,
of which 6 studies were identified through the snowballing process (see Figure 1 for PRISMA flowchart). Forty-nine papers
were qualitative studies, 4 were mixed methods studies, and 8 were quantitative studies (see Supplementary Material 2 for
table of included studies). Studies were conducted in Australia (n = 3), Canada (n = 19), Denmark (n = 1), Norway (n=4), UK
(n=30) and US (n=4). Most studies explored the management of diabetes mellitus (n=31), cardiovascular disease (n = 16) or

cancer (n = 10). Fifty-five papers reported patient-centered care-related outcomes, and 6 papers evaluated culturally tailored
interventions. Most participants in the included studies were born in Bangladesh, Pakistan, or India. See Tables 1 and 2 for a
summary of the included studies.

The studies included in this review met 21% to 70% of the relevant reporting criteria outlined in the quality of
reporting appraisal tools (see Supplementary Material 3). Risk of bias assessment showed that papers presenting

quantitative data had a moderate to high risk of bias (see Supplementary Material 3). Quantitative papers did not identify

the presence of confounding variables or perform sensitivity analyses, therefore presented results may contain unad-
dressed biases. Of the quantitative studies, only randomized controlled trials stated how the sample size was determined.
Two papers reporting the same randomized controlled trial did not define the control group care processes.**** For nine
papers presenting quantitative results, it was not clear whether the sample size was sufficient to obtain valid results. Most
qualitative studies (n = 48) presented quotes to substantiate findings. Quotes presented by 47 of these studies were
consistent with the conclusions made.

Five themes were identified (see Table 3).
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Reports included after was not 80% first-
full text screening (n = 6) generation migrants (n =
11)

| o Wrong outcome (n = 1)

(n=61) “

Figure | PRISMA flow diagram.

Notes: PRISMA figure adapted from Page M], Moher D, Bossuyt PM, et al. PRISMA 2020 explanation and elaboration: updated guidance and exemplars for reporting

systematic reviews. BMJ. 2021;372:n160. Creative Commons.?®

Theme |: Healthcare Services Engaged

All included studies reported that South Asian participants accessed at least one healthcare service to manage their chronic

diseases within community or hospital settings. Participants generally asserted that the healthcare services they received in the

. . . . ye, 44
western countries they resided in had more accessible facilities,” and were more beneficent,

4548 Jnformative® and

Table | Summary of Included Studies (See Supplementary Material 2 for Full Table of Included Studies)

Study type (n=number of studies)

Qualitative (n=49)
Quantitative: (n=8)
Mixed Methods: (n=4)

Data collection method (n=number of studies utilizing the collection method) Qualitative interviews (n=49)

Focus groups (n=5)
Surveys (n=9)
Participant observation (n=3)

Physical assessments (n=4)

Data analysis methods (n=number of studies utilizing the analysis method) Thematic analysis (n=13)

Content analysis (n=8)

Constant comparison (n=14)

Framework analysis (n=2)

Other or un-named qualitative methods: (n=21)
Descriptive statistics (n=12)

Inferential statistics (n=10)

Outcomes investigated (n=number of studies)

Patient-centered care experiences (n=55)
Culturally tailored intervention (n=6)
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Table 2 Summary of Participants of Included Studies

Number of Participants

Range: 4-268
Mean: 39

Chronic disease(s) investigated (n=number of studies)

Diabetes mellitus (n=31)
Cardiovascular disease (n=16)
Cancer (n=10)

Hypertension (n=2)
Postnatal depression (n=1)
Osteoporosis (n=1)

Chronic kidney disease (n=1)
Asthma (n=1)

Leg and foot ulcers (n=1)
Dementia (n=1)

Heart failure (n=1)
Atherosclerosis (n=1)

section as no information was provided about gender.

Participant gender (n=mean number of participants) Note: One paper was excluded from this Men (n=17)

Women (n=23)

Participant age

Range: 21-87 years

South Asian country of origin (n=number of studies)

India (n=39)

Pakistan: (n=26)

Bangladesh (n=14)

Sri Lanka (n=7)

Nepal (n=1)

Country unspecified but region broadly
classed as South Asia (n=8)

Western country study was set in (n=number of studies)

Australia (n=3)
Canada (n=19)
Denmark (n=1)
Norway (n=4)

UK (n=30)

US (n=4)

Table 3 Table of Themes

Theme Subthemes:
Theme |: Healthcare services engaged ® The role of the healthcare professional
® Attendance of appointments
® | ogistical and societal barriers to accessing care
® Consulting doctors of the same gender and ethnic

background

Theme 2: The language barrier

® The use of interpreter services

Theme 3: Experiences and perceptions of healthcare advice

® Depth and applicability of advice

® Provision of individualized, culturally appropriate advice

Theme 4: The doctor-patient relationship

® Preservation of patient autonomy

healthcare

Theme 5: The role of patients’ families in supporting access and delivery of ® Family and decision making

® Family assisted translation
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affordable***® than those in South Asian countries.**** Some South Asian participants in the United Kingdom (UK) believed

that healthcare received in hospitals was more thorough than general practitioner (GP) care as multiple services were provided

during hospital appointments.**>*>!  Healthcare professionals most often consulted included doctors,**'*

43,46,50,51,62,65,66,68,69,72-74,76,80-82,84,85,87,92,96,97 - . 4550,51,59,60,62,65-67,70,73,82,85,99,100 : S
nurses 7R S0 B080% > PoHE8L7STET 1 and dieticians. ™07 00 201282057510 Cardiac rehabilitation

49,61,65-67,69,76,79

and diabetes education classes had been attended by participants with cardiovascular disease and

diabetes*-780%190101 regpectively. Participants valued the opportunities these services presented for supervised care by

55,65-67 49,65,66,87

a multidisciplinary team, non-judgmental, in-depth discussions with healthcare professionals, and individua-

lized, culturally appropriate advice.**>>%%%%77 Group settings fostered a friendly environment.?>**>’” Participants appreciated

sharing experiences with other patients.**¢>7787

45,49,63,84,86

Few participants reported engaging with chronic disease

organisations.

Some participants reported accessing complementary or alternative South Asian therapies such as Ayurveda,®>%*

53,63,84,86 51,63

therapeutic foods and treatments from Hakims or Fakirs as an adjunct or, in rare cases, as an alternative to

their prescribed treatments for managing their chronic diseases.’>!38486:95 Negative views towards or failure of

medical treatment prescribed by their treating doctors in their western countries of residence,**¢

53,61,63,84,86 53,63,86,95

encouragement from

social circles, and familiarity with natural treatments encouraged participants to seek traditional

treatments.>>:*3%4:86:95 The relegation of health outcomes to fate led some to reject medical intervention by doctors.®>¢77!
The Role of the Healthcare Professional

Twenty-two studies indicated that South Asian participants expected and preferred doctors, rather than other health
professionals, to provide consultations about healthcare > #7-4%:32:33.:55.58.67.69.72.74.77.81.87.91.92.95.98-101 pgticipants held
few expectations of healthcare professionals who were not doctors (eg, nurses and dieticians) despite appreciating their
accessibility and advice provision as they were focused predominantly on the doctor’s care.’0>!:68:81.9297.101 geyen
studies reported that when participants were dissatisfied with their experiences of communicating with their healthcare
professionals including doctors, participants perceived that the healthcare professional’s role was limited to practical
service provision such as prescribing or dispensing medication.*>*74%31-3392 participants who were dissatisfied with
their interactions with healthcare professionals often displayed a preference for obtaining information from alternate
sources including doctors in their countries of origin, or from friends and family,*46:4%-51:69.92

Attendance at Appointments

A preference for frequent and regular appointments with GPs, for some, at least every 1-2 months,”® was commonly
identified.*>*7°"-°-7%73 Hakonsen et al*’ reported that women attended appointments more regularly than men.*’
Frequent appointments were perceived to increase familiarity between the GP and patient, thus enhancing the appro-
priateness of prescribed treatment and advice.®' Conversely, some participants did not feel compelled to attend appoint-
ments, seek healthcare services to monitor their chronic disease®® or action referrals.”®-%:0%-20-91L101 Many of these
participants also believed healthcare services were unnecessary or unhelpful in managing their chronic diseases,”®¢7+6%10!
particularly, when symptoms were absent,®® participants perceived their health outcomes could only be managed through
religious faith,’” or adequate control of their chronic disease was achieved through self-management.®’'" Written
referrals accompanied by discussions with a doctor and follow-up consultations with the doctor on an ongoing basis
about participants’ health improved the likelihood of attending and adhering to referred healthcare services, however,
such discussions were infrequently initiated by the doctor during appointments.”>*” Encouragement from participants’

social peers and other hospital patients also improved attendance.®’

Logistical and Societal Barriers to Accessing Healthcare

For some participants, the expense of attending appointments reduced the accessibility of healthcare services.’'-"**

Long distances to medical clinics from participants’ homes inhibited consultation attendance for those of low socio-

economic status and those without access to transport, delaying access to required care.’':0>0%727%:87

Employment,”'>>7>" family and childcare duties®"”>"**7 and housework obligations’>**’ presented barriers to attending
appointments or accessing healthcare altogether.”'>7>7%7 Women’s attendance at healthcare services was also

restricted by a fear of racial abuse while travelling to appointments, lack of family support, and the family’s concerns
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(and sometimes participant concerns) about the safety and cultural appropriateness of women travelling
alone 16079838794 Eng et al®' found that close proximity of clinics to migrants’ homes enabled frequent medical
appointments and improved the doctor—patient relationship and efficiency of obtaining prescriptions.®' Some participants
took lengthy vacations to their countries of origin to visit relatives during which they ceased adhering to their treatment
plans and consulting their usual doctors in their western countries of residence.’'*>**? Clerical errors by clinic staff,’’

51,61 45,51,69

unavailability of preferred doctors and long waiting times for appointments reduced satisfaction and motiva-

tion to attend healthcare services.**~'°'%° Delays in referral provision for investigations by doctors hindered confirma-

tion of diagnoses.’'>

Consulting Doctors of the Same Gender and Ethnic Background

First-generation, South Asian migrants mostly preferred to consult healthcare professionals with whom they shared an
ethnic background and spoken language,**:47-50-31:58.60.61.65.71.80.87.95.96.101.102 participants believed that a common ethni-
city and language allowed healthcare professionals to better understand the participants’ needs and

preferences’46,47,50,58,60,61,65,71,80,87,95,102 enabled the

46,58,60,61,65,95,101,102

provision of culturally sensitive care and detailed
advice, and improved healthcare service attendance.®’

Most men and women preferred to consult healthcare workers of their own gender, particularly for sensitive illnesses
such as those relating to the reproductive system.*®>*77:96:192 physical assessments by healthcare professionals of the
opposite gender caused feelings of shame.’>’”-?%1%% Karbani et al”’ found that, due to such shame, some women used
euphemisms and gestures to communicate information about their breast cancers to male healthcare professionals.”’
Some participants were at ease and less inhibited when consulting with non-South Asian healthcare professionals of the
opposite gender,*® or, for some women, when communicating with male healthcare professionals through female
interpreters.*”-?® Although, participants valued a shared culture and ethnicity with healthcare professionals, additional

appreciation was expressed towards displays of approachability and kindness.’ 179,80

Theme 2: The Language Barrier
Language barriers inhibited access to healthcare services, communication with healthcare professionals and comprehen-
45,46.51,52,57-59.65.68.73.74.79.87.89.93.94.96.102 05 ving participants affected by language barriers

feeling isolated and helpless.*>”"*** Those who could not speak the official language in their western country of

sion of healthcare information,

residence appeared to have less awareness of and access to available services and entitlements.””¢%"2%%1%2 For some
women with breast cancer living in Canada, selecting the correct English words to communicate with healthcare
professionals, while also coping with treatment side effects, was taxing,’® and frustrating.”® Rhodes et al®' found that
non-English-speaking Bangladeshi participants living in the UK felt compelled to accept low quality advice from their
Sylheti-speaking GPs because their choice of doctors was limited by their difficulties speaking the language of their
western country of residence.”’

Many participants preferred and needed written correspondence in their own language(s),””**7"73#187 put healthcare
services often only distributed printed materials in the language of participants’ western countries of residence.”*>"=%"3
Printed materials in South Asian languages were not always useful because the concepts described in the formal written
language form were unsuitable for laypersons®® and those who were not literate or insufficiently literate in their own
language.’'>7*1%7 Many participants required assistance to read written information, even when presented in their

151

preferred South Asian languages.®*®"***%7 Gupta et al** and Rhodes et al’' found that informational cassettes and leaflets

were given to participants without sufficient verbal instruction from a healthcare professional.**>! King et al” reported
that older individuals with low education levels relied more on spoken information than written sources.”® Participants
displayed trepidation towards consulting healthcare services where linguistically and culturally sensitive care was

thought to be unavailable.*>**-#7#

The Use of Interpreter Services

Language barriers between South Asian migrants and healthcare professionals often indicated a need for interpreter

45,46,51,52,57,61,68,74,79,96 Rhodes et alSl

services during consultations. found that participants valued the provision of
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translation by bilingual reception staff due to a shared rapport between the participants and receptionists.”’ Simply relying
on South Asian healthcare staff to effectively communicate healthcare information and advice was not always appropriate.
An example of this reliance was identified by Ens et al,®' where Punjabi-speaking participants attending a pharmacy with
bilingual employees were unable to communicate effectively as the staff spoke Gujarati, a different language altogether.®!
Translation services were infrequently provided by healthcare services due to an insufficient interpreter workforce,”'
expense to the clinic*® and healthcare professionals defaulting to accompanying family for translation,*>:4¢:31:58.74.79.96
Moreover, some participants reported that healthcare professionals made assumptions about the languages spoken by the
participants resulting in linguistically inappropriate interpreters being provided.’'”® Lawton et al*® stated that some
participants felt compelled to minimize their questions to avoid wasting the interpreters’ time.*® Despite these challenges,
Singh-Carlson et al’® and Rhodes et al’' reported that participants appreciated having access to interpreters providing

information regarding their illness and its treatment in their native languages.>'**®

Theme 3: Experiences and Perceptions of Healthcare Advice

Many studies reported dissatisfaction amongst their participants with the quality of healthcare advice, with some
participants asserting that no advice was provided about their chronic disease.*>#-30:32:59:65.70.71.73.78.79.82.85.92.98 101
Limited time available for consultations often reduced doctors’ ability to provide adequate self-management
advice.*>*72092101 participants commonly only received information about their chronic diseases at the point of
diagnosis,**>'*? however reinforcement of medical advice and validation of self-management practices at subsequent
consultations was desired.**-3>-%:03-70.7287.99 The need for reiteration of advice was evident in participants’ inconsistent

recollection and comprehension of information,**-32-62:70-78.82.97-100

Depth and Applicability of Advice

Participants expressed a need for detailed advice about their illness,
71,97 52,58,71,74,81

388LI0T management of the physical and psycholo-

45,58,62,65,70,99

gical impact of their diagnosis, treatment options, medications,***! lifestyle modifications

. . 101 . . . .
and access to other information sources.'®’ Advice provided by healthcare professionals was often perceived as super-

49,52,56,62,70,73,78,82,92,99,100

ficial and generic, resulting in poor self-efficacy and reduced self-management of their chronic

diseases. *9736-58:39:62.70.73.77-79.82.92.99 The yse of complex or vague terms by healthcare professionals reduced partici-

pants’ comprehension of their advice.®*%*?*® Practical feedback from healthcare professionals about participants’ self-
management improved participants’ attitudes towards the application of advice from healthcare professionals 667082
Information received during group sessions such as diabetes education classes and cardiac rehabilitation was mostly well
received 49:55:62.65-67.77.87

Provision of Individualized, Culturally Appropriate Advice
A dearth of culturally and individually tailored verbal and written medical advice was reported by
participants,*4%-31:59:62.70.73.78.79.82.93.99.101 gome participants, lacking satisfactory medical advice, relied on leaflets®® and

their own interpretations of culturally insensitive information to self-manage their chronic diseases.’*** Generic, culturally

45,49,62,73,87 t46,101

inappropriate advice was attributed to the healthcare professional’s lack of awareness, interes and time.>!

Much dietary advice related to western foods, ingredients and packaging without acknowledging participants’ dietary

45,49,59,62,73,78,79,82

practices, beliefs or barriers to food preparation, reducing their self-efficacy and motivation for

882 substitution

49,62,82

implementing dietary modification.**->*6%:73-7879 Quggestions for alternative cooking methods to frying,

49,73,82 were

or elimination of traditional South Asian ingredients (e.g. ghee) and food consumption techniques
unacceptable to many participants.*>->?:026%7382 These participants believed such suggestions reduced the foods’
beneficial properties, but most importantly, palatability.****"*#? Sweeping proposals made by doctors and dietitians
alike, to avoid staples of Indian and Pakistani participants’ diets were met with resistance and dismay, and beliefs that
doctors and dietitians did not recognize nutritional value or diversity of South Asian foods.**®* Participants preferred to
receive instructions on healthy, appetizing methods of preparing their own regional cuisines and were motivated to

adhere to these recipes when provided with this information.*>#%6%:737882 (jppa et al'” and Galdas et al®” reported that
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the provision of culturally tailored dietary advice was more likely improve the uptake of dietary modifications if the
advice was delivered to the individual in charge of food preparation (generally a female family member).%”-'*

Dietary advice did not always address the religious and social importance of food sharing and consumption in South
Asian cultures or suggest methods to overcome barriers that food-related customs may pose.”>"”** Abuelmagd et al>>
reported that most participants received advice from their GPs regarding self-management during Ramadan fasting.>>
There was no data pertaining to advice provided to participants of diverse religious groups for the management of their
religious food practices.

Individually and culturally tailored instructions for exercise were preferred, which considered participants’ physical

abilities and preferences of safety, modesty in public spaces, climate and setting of physical activity.®®-¢7-70-#3-9

66,70,83,99
d’ 5 /U89,

Instructions on the safe undertaking of exercise were not always provide which, for some female participants,

had resulted in adverse health outcomes such as falls and anxiety when exercise was attempted® and reduced
participants’ confidence in undertaking general daily activities.®%*%
Culturally tailored educational interventions reported improvements in participants’ self-management

42,4 42,4 . . L L
43,75 437593 with varying statistical significance. For example, Islam et al”> reported

practices and self-efficacy
that after receiving an educational intervention for diabetes, the percentage of participants using dietary modification
to self-manage their diabetes increased from 65.4% to 92.3% (P = 0.054) and those using exercise increased from
50% to 96.2% (P <0.001).”> Additionally, in the study by Hawthorne et al,*’ a pilot-tested flashcard educational
intervention for diabetes, the proportion of participants who reported self-monitoring their blood glucose after
receiving the intervention increased from 63% to 92%, although the authors did not state whether the improvement
was statistically significant.*> Poureslami et al’> reported that inhaler technique improved significantly following an
asthma educational intervention for all participants (p < 0.001), although improvements in inhaler technique for
Punjabi participants were less than Chinese participants (p < 0.001).*>**%* Intervention studies for diabetes showed
small and inconsistent impact on glycemic control.**’> Hawthorne et al** reported a small improvement in mean
HbA Ic levels in the intervention group (8.4% decreased to 8.3%, 95% CI) after receiving the educational intervention
compared to the control group (8.6% to 8.64%, 95% CI).* Islam et al’> showed significant improvements in
Bangladeshi participants’ depression risk, with participants’ mean Personal Health Questionnaire Depression Scale
(PHQ-2) scores reducing from 2.6 at baseline to 0.9 at 12 months post pilot educational intervention (P < 0.001).”
Information presented through respectful, culturally tailored interventions was appreciated by participants.**-*"-7

Most culturally tailored interventions were developed through discussions with healthcare professionals and South

1°7 also collaborated with South Asian

93,97

Asian community members.****:75937 Poureslami et al>* and Singh-Carlson et a
patients with chronic diseases and their family carers to develop their interventions.

Theme 4: The Doctor—Patient Relationship
South Asian participants reported regarding doctors as respected experts, who held a high status within the South Asian

community, 3333368727495 Dy to the doctors’ expertise, many participants reported following their doctors’ prescribed
plan faithfully,*>-33-35:63:68.7495 degpite some individuals having differing preferences regarding their treatment.®>’##*
Many participants wished to build rapport with their doctors and sought feedback and encouragement for their efforts to
self-manage their chronic diseases.*>#%-33-61:65.70.72.99

Many South Asian participants expressed dissatisfaction with the doctor—patient relationship due to the provision of

45,102 45,51

culturally insensitive advice by the doctor, experiencing language barriers, time-poor consultations and the doctor’s

unapproachable demeanour,*346-3031:94101.102 particinants’ concerns were reported to be discouraged from being expressed or
ignored by their doctors.*=!**7*%* Inattentiveness or rudeness on the doctor’s part was interpreted by some as
discrimination.*>**1°> Some participants reported that doctors merely urged them to adhere to their prescribed medication

regimen in response to their questions about their chronic diseases and, in some cases, suggested the participant did not require

the requested information.”"**"7%1% Discontentment with their doctors could motivate participants to change services.*>**=!

Although participants generally reported trusting their doctors and the western healthcare system,*8:>363:68.72.74

45,51

repeatedly
poor experiences reduced some participants’ confidence in healthcare professionals.
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Undivided attention, emotional support and empathy from the doctor, and access to culturally appropriate healthcare

facilities afforded participants the respect and reassurance they desired,*>->1:3%:36.71.79.87.96,102 particularly for those

undergoing invasive treatments.”®’"-%

Preservation of Patient Autonomy

Passive acceptance of and dependence on the doctor’s care was displayed more by older or less acculturated

74,85

participants*>"**> due to their perceived lack of control over their chronic disease and belief that their doctor was

best qualified to provide care.*>-3:68:72.74.85.95

Participants often reported a preference for self-management advice containing easily applicable, explicit directives
rather than having to adapt the general suggestions they received from healthcare professionals to their
lifestyles.*36270-78:80.99 " participants preferred receiving encouragement and regular reinforcement to follow

: 49 1
adv1ce, ,55,61,70,87

although some participants expressed dissatisfaction if they felt pressured to comply with advice by
the doctor.®"'%! Participants appreciated collaborating with doctors to create a treatment plan.*>"’"-*%!°! Where decisions
were made regarding their treatments without sufficient discussion, participants felt their autonomy was
compromised.’’”* Lawton et al*® and Fagerli et al*> reported that excessive requests by doctors for participants’
views on advice or treatments prompted some participants to question the doctors’ medical expertise or sense of
responsibility to manage patients’ illnesses.*>** Those who were self-reliant in accessing healthcare appeared more
active in making decisions and seeking information about management of their illnesses compared to those who were

dependent on their families, such as older women and those facing a language barrier.”!:’#7%-94:102

Theme 5: The Role of Patients’ Families in Supporting Access and Delivery of

Healthcare

Vulnerable participants such as less educated women who faced language barriers*’->!7%:%4

and those who had migrated
to stay with their children at a later age” required and expected family assistance and support to access healthcare.-

51,61,65,87

47.51.51.60.65.77.79.83.87.88.94 Bamily members organized medical appointments and transport, and obtained pre-

scription medication from the pharmacy.®’ Participants relied on family members to accompany them to medical

appointments,>'-1:63-7477.79.81.8697 gome participants avoided discussing the full extent of their concerns in front of

family members.>!->**7

51,54,61,74,88,102 Ens et al(yl

Participants” families alerted healthcare professionals to participants’ health

1 . .
761 {0 the information

concerns. reported that family members also provided “cultural context
provided by healthcare professionals.®’’®*!%> Those who were able to speak to their healthcare professionals directly or
had family members to advocate on their behalf were more likely to report consideration for their cultural or religious
needs than those who belonged to isolated populations such as asylum seekers.’’’®**%¢ Worth et al'®*> found that

participants were appreciative of healthcare services that were inclusive of their families.'*

Family and Decision Making

Participants looked to family members for encouragement and guidance to select their treatment plan’* and attend
healthcare services.’>*”*® Families could discourage participants from seeking healthcare for chronic diseases stigma-
tized in the South Asian community such as depression,®’ addiction disorders®’ and breast cancer,”” which could delay
treatment.’””” Such family interference aimed to protect the family reputation®” and reflected the family’s lack of

understanding for the need to access care.””’

Family Assisted Translation
Family members, including younger children, offered translation during consultations *647-31:8:61.74.79.86.96

Miscommunication between participants and healthcare professionals during family assisted translation occurred due

3179 incomplete translation*®->!-7+7 71,74,79,102 1)

to misinterpretation, and withholding of information by family members.
rare cases, participants were excluded from conversations about their treatment, and family members acting as translators
made decisions on their behalf without informed consent from the participant.”"”*”® Healthcare professionals did not

always obtain permission from participants who relied on family for translation prior to disclosing their cancer diagnosis
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to family members.”"”* Nevertheless, healthcare professionals and participants continued to rely on family members for

5174 and participants reported satisfaction with family support and the privacy this approach afforded.’ 1,74

translation
Discussion

This systematic review examines the patient-centered care experiences, perceptions, attitudes, and preferences among
first-generation South Asian migrants with chronic diseases living in high-income, western countries. The authors are not
aware of any previous efforts to synthesize the global evidence base around South Asian migrant experiences of western
healthcare and preferences for care in such a comprehensive manner.

Thematic analysis identified key themes that represented participants’ experiences of patient-centeredness, which
related to accessing appropriate healthcare services, the language barrier, quality and comprehension of healthcare advice,
the doctor—patient relationship, and the role of patients’ families. Inadequate or no communication with healthcare
professionals seemed to be the primary driver of poor patient-centeredness of care and unsatisfactory interactions,
stymieing the development of rapport, which was much valued by migrants from South Asian countries. Participants’
perceptions, identified in this review, that doctors were unwilling or too busy to engage with them concords with results

from Franklin et al,'®?

in which healthcare professionals reported that limited time and heavy workloads hampered their
ability to provide self-management support during consultations.'®> Worth et al'®* found that healthcare professionals felt
they lacked awareness of South Asian cultural or religious requirements, and only reported addressing the cultural
preferences of patients if raised by the patient or carer.'®> Similar to the findings of this review, Shahin et al'®* reported
in their systematic review that refugees from the Middle East who settled in Sweden reported a high level of reliance on
their doctors for self-management support and attributed type 2 diabetes to fate or supernatural causes, which could
negatively impact their footcare.'®*

Cultural barriers driven by the principles of collectivism rooted in South Asian cultural norms may have influenced
the experiences of communication between South Asian migrants and healthcare professionals identified in this
review.'”> Ahmed et al'® found that South Asian individuals are family oriented and experience a strong sense of
responsibility to selflessly provide for their families and uphold their families’ perceived pride.'®® This sense duty may
have  motivated participants’  families to  support the management of  participants’ chronic
diseases.*7>1:00:63.77.79.83.87.88.94.105 R eliance on family members for translation by South Asian migrants and healthcare
professionals was a common finding in the literature, despite the, often, suboptimal quality of the family members’
interpretation. A systematic review by Suphanchaimat et al'®® reported that employing phone interpreters to commu-
nicate with patients who are migrants added to nursing staff workloads and hindered the provision of healthcare in
emergency cases, which could discourage healthcare staff from using interpreter services.'°® Zendelel et al,'®” when
exploring the role of informal interpreters for Turkish patients in Norway, reported that advocacy and translation by
family dominated the consultation, misrepresented patients’ symptoms, and disrupted trust between the healthcare
professional and patient.'”” Despite recognizing this disruption, doctors persisted in the belief that the patient preferred
a family member as their translator.'®” Additionally, Khosla et al'® found the presence of multiple family members could
make it difficult to identify the appropriate person with whom to communicate.'®® Conversely, this review found that
family carers negotiating care for South Asian participants, more commonly, enhanced the patient’s access to advice and
culturally appropriate healthcare, leading to positive outcomes for patients, despite possible shortcomings. The discre-
pancy between these results is possibly due to healthcare professionals’ perspectives being different from the patients’
perspectives explored in this review.

Kullgren et al'® stated that while logistical barriers such as household responsibilities and lack of access to transport
could limit access to healthcare services in the US for ethnic minorities as well as white non-Hispanic adults, white non-
Hispanic adults in the US were less likely to experience non-financial barriers (e.g. accommodation barriers such as work
and family commitments) to accessing healthcare than Hispanic and non-Hispanic minorities (excluding African

109

American adults).'” Accommodation barriers were more likely to affect women than men,'% which is similar to the

findings of this review. Such barriers to healthcare access in South Asian migrants identified in our review may be
influenced by members of South Asian communities holding patriarchal beliefs.'>''®!'? Traditional gender roles may

be enforced due to the collectivist family dynamics and patriarchal beliefs noted in South Asian households.'®>'"?
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Gendered expectations of men to financially support the family and of women to assume a subsidiary position to their
male spouses while undertaking domestic duties, may have influenced some participants to prioritize their perceived
family responsibility over their own health, inhibiting healthcare access.”'>">"*¥719 The pressure to uphold the
family’s reputation may be associated with some participants’ reluctance to seek help for or openly discuss stigmatized
medical conditions with healthcare professionals.’”*'*®

South Asian participants’ dependence upon, preference for and passive acceptance of the doctor’s care, despite

45.50.51.68.81.92.97.101 ay be entrenched in previous

appreciating healthcare received from other healthcare professionals,
experiences with traditionally physician-centric, paternalistic healthcare in their countries of origin,''*'' Participants’
preferences for intensive self-management support from doctors and perceptions of the limited roles of other healthcare
professionals could conflict with the multidisciplinary healthcare delivered in their western countries of residence, which
hold patients equally responsible for their self-management and decision-making.*>''*''"® Khosla et al'®® added that
healthcare professionals in the US believed that South Asian patients were not forthcoming in expressing their preferences
regarding their healthcare and cultural needs to avoid disagreements with family members and healthcare professionals.'®®

A recent scoping review of barriers and facilitators to patient-centered care for migrant and refugee women from
multiple ethnic backgrounds excluding those from South Asian countries corroborated many of our findings including the
need for longer appointments with healthcare professionals, access to staff from the same ethnic background, and the
delivery of linguistically appropriate care.''” While the scoping review identified some broad issues relating to accessing
patient-centered care, due to the limited number of papers included and the vast range of ethnicities of study participants,

culture and gender-specific issues were not captured in detail.'**'"”

Strengths, Limitations, and Challenges

Results for this review were drawn from a large number of studies, enabling detailed examination of data from a highly
heterogeneous participant cohort in terms of demographics, and settings. Inductively analyzing data enabled themes to
arise directly from the data without crucial information being overlooked or misinterpreted due to the researchers’
inflexible, predefined beliefs regarding the themes.''®

Quality appraisal of the included papers (Supplementary Material 3) suggested a need for increased methodological rigor

and transparency in reporting. However, appraisals should be considered in context of the tools available for use; while they
allow comprehensive appraisal, overall scores are, arguably, not always indicative of the value or validity of the findings. For
example, because COREQ lends equal importance to criteria such as the reporting of methodology and consistency of results
as it does to less relevant criteria such as researcher training, which may not commonly be included in manuscripts, some
qualitative papers may have been underrated or overrated.''® Likewise, STROBE is designed with a focus on assessment of
epidemiological studies based on observational data. Hence, descriptive, and exploratory studies which do not seek to examine
issues such as cause-effect relationships or confounding factors, may be deemed less rigorous.®’

The disease states investigated were not diverse as most papers explored cardiovascular disease or diabetes management.
Demographic information reported in the included studies was inadequate to determine study eligibility, particularly around
migrant generations. While authors were contacted to seek clarity, some did not respond and others indicated the data were not
collected, hence some studies with valuable data may have been excluded from the review. However, adhering to strict inclusion
criteria ensured that only data pertinent to the population of interest was included in this synthesis.

To guarantee transparency, rigorous documentation of methods and a well-structured coding tree were maintained.'*°
Including predominantly qualitative papers with limited diversity in participants’ countries of origin and medical
conditions could have reduced the transferability of the results.'?! To reduce screening errors and optimize the validity
and reliability of the review, researcher triangulation was employed throughout the screening process and during the pilot
analysis of data.'?° The results of the included studies were re-read multiple times and constantly compared to each other
to establish credibility of results.'** Regular discussion between authors was undertaken throughout the entirety of the
thematic analysis process to review the constant comparisons between the outcomes of studies and ensure that the results
of the analysis were logical and faithful to the source data.'**'*! The methods used and results obtained at each stage of

the review were documented in detail to ensure reproducibility.'°
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Implications and Conclusions
The results of this systematic review demonstrate that interventions to increase the patient-centeredness of care for first
generation, South Asian migrants with chronic diseases living in high-income, western countries may be beneficial for
communication between patients and healthcare professionals. At the level of individual healthcare professionals and
healthcare services, this review suggests several relatively simple strategies, primarily addressing communication barriers
between patients and healthcare professionals, which may support an improved patient experience. These include
ensuring a diversity of South Asian healthcare staff, proactively inquiring about patients’ individual, family involvement,
linguistic and cultural preferences, and providing cultural competence training for healthcare professionals. Health
promotions presented in South Asian community hubs such as places of worship and seniors’ groups could also assist
in facilitating conversations about chronic diseases and reducing associated stigmas.'** At a policy level, the results of
this review suggest that ensuring adequate support for linguistically appropriate interpreter services at healthcare services
could improve the patient centeredness of healthcare.

There are a number of areas for further exploration arising from this work. Studies included in this review were
overwhelmingly focused on the management of single diseases, predominantly cardiovascular diseases, and diabetes.
There are a range of other highly prevalent and stigmatized conditions and health issues such as neurological and mental

123

illnesses for which data is scarce, not to mention the rising burden of multimorbidity, =~ which could increasingly affect

individuals as they become older.'*® Such clinical issues need to be explored further, particularly for South Asian

individuals given their increased vulnerability to type 2 diabetes and its sequalae,'**'?

and distinct challenges apparent
around access to peer support, and multidisciplinary healthcare for chronic diseases. There is a great need to undertake
research that supports development of lifestyle and other interventions to ensure cultural appropriateness, and to support
increased access to digital health and multidisciplinary care, particularly as many countries migrate, post-pandemic,

towards increasingly telehealth and digital healthcare delivery models.
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