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Executive Summary

Patientcentred cares currentlya priority area of inquinamong researcherslecisionmakers,

and health systemplanners.The COVIR9 pandemic has reinforced the importance of ensuring
health and social care services are delivered to users in a mdéahargl effective manner that
meets their needs and preferencetn order for patientcentred care to be meaningfully
implemented, we first need to understand the needs, preferences and desiral patient
groups. Current patient engagement efforts tetadrely ona generic somewhat simplistic view

of patient perspectives, limiting our capacity to understand the full range of preferences needed
to move towardtruly patient-centred care. Additionallyye have limited insight into how patient
perspectiveson healthcare canbe used toinform systemreform. This scoping review of the
literature was conducted to gain insight into the nuances of patient and caregiver preferences or
desires across a variety of health and life stages.

This study reveals similarities in desires acrkpatient health and life stageswvhich can be
categorizedinto five broadthemes a desire for personalized cara desire for information on
resources available and how to navigate trealth system adesire for choice in treatment, care
setting and/or care provider; a desire for holistic care and-n@dical supports; and a desire for
care coordination and care continuitydowever, even with these similarities across health
stages, the way these pratences and needs were expressed, and the examples of changes to
health care systems that were suggestellamaticallydiffered across patient groups. These
findings are novel as they highlight nuances in preferences and desires that are both similar and
different across health stages. Findings from this study are timely as jurisdictions internationally
aim to deliver patient/caregivefocused models of integrated health service delivery. Thus, these
findings will be particularly helpful to inform the follawg efforts:

1. Planning through understanding the detailed experiences and preferences of a variety
of target populations. This may inform which providers to consider being a part of the
integrated care team.

2. Patient Involvement in offering insight intothe diversity of patient views across
population groups and inform patient engagement efforts.

3. Quality Improvement Metrics and Evaluationin informing the development of metrics
that reflect the desires and preferences of patients and caregivers.

4. Targeting Investments in identifying areas for investment that are relevant to, and
important for, a variety of target populations.
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treats the patient who has the disease.

Sir WilliamOsler (18491919)

Given the diversity of experiences, values and expectations that reflect the broader socio

demographic profile of Canada, we undertook a scoping review of the literature to provide insight
into the ex)eriences, both positive and negative, of patients and unpaid caregivers across
multiple health and life stages. In doing so, we aim to present a comprehensive picture of patient
and caregiver experiences that both acknowledges this diversity and prgwidescal insights

into the ways in which the Canadian health system may be shaped or reshaped to better meet
their needs.

Introduction and Background

This study addresses the following research ¢
and experiences of patientsandunpa car egi vers differ across Ve
Answering this research question will help system leaders and providers reshape the design and
delivery of health care in a manner that is tailored to each and every Ontarian.

Increasingly, policynakers and health system managers are considering the perspectives and
experiences of patients in reforming health systehA<onsecutive Ontario governments have
emphasized the | mpontrendc € ao fe ” “s{andchregipdrspattiees p a't
forefront in the planning, delivery, and evaluation of healthcare sen/iéésThe recent
establishment of the Ontario Minister’s Patie
its kind in Canada and provides a fotnmaechanism for incorporating patient and family
perspectives in decisiemaking and system plannirfg.

The idea of organizing health care around patients seems simple, yet the concept of patient
centred care is multifaceted. The 2001 definition by the Institute of Medicine A@W¥)rms

much of the current policy discourse, whegratient-centred cargefersto:* Pr ovi di ng car i
is respectful of, and responsive to, individual patient preferences, needs and values, and ensuring

t hat patient val ue s(p.8)uAsdescribed bl theclOM, tha conaept aplees | s i «
not only to care deliery, but also to system planning and reseatdhalso relates closely to

patient experience and engagemeht.While patient engagementims to solicit patient and

family input based on their needs and preferences tadesign solutiong,patient expemnceis

d e f i nleod patiemts ferceive and experience their cat®
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Alongside the increasing interest among polwgkers in patientcentred care, there is a growing
body of scholarly research that aims to understand patient experiences with, and the
perspectives of, the health system. However, these studies are often specific to a disease group
or subpopulation, or they may be so general that they lack the necessary insight to inform
meaningful system reform or redesign.

The COVIR9 pandemic, Wwich has disproportionately affected vulnerable populations in
Canada, further highlights the importance of targeted measures to meet the needs of different
sub-populations. Moreover, the health system adaptations and reforms that are put in place in
respase to the COVHR9 pandemic should consider the preferences, perspectives, needs, and
desires of patients across different health and life stagas. aim is to build on this knowledge
base by drawing attention to the similarities and differences in eigpees across life and health
stages.

Conceptual Foundation

For this study, we considered two categories of subpopulations to organize patient groups: health
stage and life stage. These two categories allow us to identify and understand differences and
similarities in the experiences ofarious patient groups that could inform health system
improvement.

We categorized health stages into five main groups:

Walking well (which would include preventive care);
Chronic conditions;

Acute lifethreatening onditions;

Mental/cognitive health and addictions; and
Palliative/end-of-life care.

aprMwdeE

The walking well group includettiose who use primarypreventiveand alternative care to
maintain health and welbeing The chronic conditions group comprisediobse who live with
one or more chroniconditionsand often see more than one provideThose who seek care in
emergency department®r have short intervals in hospitalsere included in the acute life
threatening conditions group. Thmental/cognitive health and addictiongroup encompassed
those who seek care for mental health issues and/or addictions in any séftiegalliative/end
of-life caregroup covered those whose endof-life support in any settig

Life stages were grouped into six primary categories:

Infant and mdiatric (<12 years old);
Children and youth(12-21),

Young adult(22-30);

Adult (31<65)

PwnNpE
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5. Older adult (often defined as 65 years and older); and
6. Caregiverqfamilies, partners, parents)

This review aims to understand patient and caregiver experiences from the perspectives of health
stage and life stage simultaneously, as well as determitiesifcategorization of health and life
stages is supported by the literature. To account for the diversity within health and life stages,
we also aimed to draw attention to the experiences of specific populations including immigrants,
IndigenousPeoples, BGTQ+, vulnerably housed, and other populations that were identified in
the literature.

Methods

A scoping review was conducted to identify Englésiguage studies to answer the following
research question‘how dothe needs, values, preferences and exignces of patients and
caregiversdiffer across various healflife stages? Our secondary questiorhow shouldthe
Canadian healtlcare system be shaped or reshapreded on the needs, values, preferences and
experiences of patients and caregivErfisscoping review follows the recommendations of the
Preferred Reporting Items for Systematic Reviews and Metayses extension for Scoping
Reviews (PRISM3cR) guidelines as well asAr ksey and O’ Mall ey’ s ste
conducting a scoping revievt) develop a broad guiding question, 2) conduct a comprehensive
literature search, 3) follow inclusion/exclusion criteria to select articles, 4) organize articles
thematically or topically, and 5) summarize findingall steps were overseen by the supising
author and reviewed on an ongoing basis by tlesearch team and théntario Medical
Association (OMA).

Search Strategy

The PICo(population, interest, context) framework for qualitative studiésvas used to
operationalize the research question into searcleakeywords (Appendix A). Four databases
were searchedn January 2019- OVID Medline, CINAHL, EMBASE and Psyeliaofaccapture
literature from health/medical, nursing/allied health, pharmaceutical, and psychology
disciplines, respectively. For each databafour independent searches were conducted of
various combinations of life stagkealth stage and population of interest (as discussed in the
conceptual framework) to maximize search results. These searches are listed below:

Search 1:Patients OR cagivers ORealth stage AND interest AND context

Search 2 Patients OR caregivers OR social statubé€alRh stage AND interest AND context
Search 3 Life stage ORealth stage AND interest AND context

Search 4 Life stage ORealth stageOR social stus, AND interest AND context

Various search operators, including truncation, phrase searches, wildcards and Boolean
operators, were applied to maximize search results and translate keywords for each database.

OMA Ontario Medical AssociatignNAONorth American Observatory 7



Where applicable, keywords were matched toedlical Subject Headings (MeSH). Search
restrictions were imposed odate of publication(January2013to December 201Pto obtain
articles that are both manageable in number and reflective of current Canadian opirfitims o
health system; language (Enblisand setting (Canada, provinéesritories). To ensure a valid

and reliable search, this search process was guided by a trained medical sciences librarian.
Appendix B presents a search schema applied to OVID MeS8kaech L

StudySelection

Two reviewers performed a title/abstract screening of all artidieiowing the removal of
duplicate articles (deduplicationArticles were included based on study setting (Canada and/or
a Canadian provinderritory), study participants (patie and/or caregiver), and study topic
(study addresses patient/caregiver perceptions of the health system and/or elements dhbow
health system can be structured or restructured). Two independent reviewers then performed a
full-text screening on all reaining articles using the same criteria for inclusion as in title/abstract
screening.

Articleswere excluded for a number of reasons: 1) full text could not be located; 2) hemléh
providers (HCPs) are the only study subjadis speak as a proxy fpatients/caregivers; 3) HCPs
and patients and/or caregivers are study subjettst the results do not distinguish between
them; 4) systematic or scoping reviews present datan articles publishedefore 2013; 5)
randomized controlled trials, protocolsnd crosssectional analysethat compare Canada to
other jurisdictiongdid not present findings on what the health system should look likart@)le
was about perceptions of personal health behaviours and health managementabuit
experiences with thénealth system; 7article focusedon a sample of one individual (personal
narrative), which limit opportunities to make meaningful/discernable generalizations about the
health system for the purpose of this revieand 8) articles on community health wemdbout
healthy communities, not community health as a sector of healtte delivery.

ArticleSelection

Appendix C presents the PRISMA flow diagram for article selection. 12,341 studies were pulled
across all databases searched; 7,763 articles were removed following deduplication. 4,127
studies were excluded following title/abstract screening as they did meet the inclusion
criteria described in the methods. Ftdixt screening was then performed on the remaining 451
studies and 193 were included for analysis. Agreement was moderate between reviewers
(Cohen’k, k@.ppdagreeménhwas rdconcidedy the supervising author.

Therewasmuch heterogeneity in terms of study setting. Study settings indualkeof Canada,
specific provincdterritories or cities, or hospitals/healtitare facilities. Several studiégok
place across multiple settingslence, the following thematic analysis is a geographically agnostic
account of salient themes across studibased on the assumption thaearnings about the
health system are relevant across Cana#far reference,Appendix Dpresents a table
summarizirg articles by year of publication, study aim, and study settarg] Appendix E

OMA Ontario Medical AssociatignNAONorth American Observatory 8



presents a matrix tally of articles based on Bfage anchealth stage Study subjects in many
studies fall under more than one lifstage so a single study may fall in mothan one
category/cell

Data Extraction and Analytic Framework

We developed alata extraction templatencluding the following dta points of intereststudy

title, authors, year of publication, study aim, study population, sample characteristics, sample
size, study methodology/methods, key findings, and representative qudies reviewers
independently extracted ata from all articles following a pilot extraction of two articles. An
inductive thematic analysiwasthen conduced by three reviewers to summarize findings and
themesacrosshe studieswithin each health and life stagé.

Limitations

All literature we includedwas peereviewed thus, the results are inclusive of those populations
of interest to researchers and mayt be representative of broader population needs and
experiencesMoreover, experiences with, an@erspectives qgfthe health system presented in
this review do notnecessarily represerthe full or comprehensive characterization of people
who could fallwithin the respective health or life stages. For exampheich of the literature
focused onspecific supopulatiors. In addition much ofthe literature extractedwas reflective

of patients and caregivers living in urban setsngth few that focusedon the perspectives of
patients and caregivers living rural andor remote locations of Canada.

Findings

Findings are presented below based on each health stage. Within each health stage we highlight
key themes that were identified from the literature drdescribe any differences across life
stagest Themes are characterized as needs, desires or preferences of what the health system
should look like. Within themes we note experiences of patients and caregivers as they interact
with the health system.

Across all life and health stages five broad themere identified:

1. A desire for personalized (persecentred) care Personalized care refers to a
combination of care that is culturally competent and culturally sensitive, free of language
barriers, racism, and discrimination toward religiomsitures, gender identities and
socioeconomic status by medical and health professionals. Personalized care also refer

1 A full review of the relevant studies based on medical and life stages can be reviewed in a technical appaitalite( upa
reques). Also,we did not identify the termfwalkingwell” in the literature. This label was applied by the researchers during the
data abstraction phase to categorize populations that were physically or mentally well.
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4.

5.

to timely service delivery that minimizes wéihes and recognizes that medical urgency
maynot bethe only criteria to promply beingseen. Lastlypersonalized care approaches
include interdisciplinary care (a range adre and health service providers both within
and outside the health system).

A desire for information on resources available and how to navigate the system
Knowledge dficits and gaps among HCPs related to community resources available for
patients and caregivers. There was also a desire for increased information around disease
trajectory, and what sources of support could be accessed to ensure patients can manage
their illnesses. In addition, personal health information should be accessible, and
information presented online should be comprehensive and easy to find.

A desire for choice in treatment, care settingnd/or care provider:Choice around
treatment includes vecination/screening, natural health products, health prevention
programs, and medical assistance in dying. Choice around care setting includes care at
home and involving other sectors like the education sector (e.g., schools). Choice around
care providerncludes expanding roles of pharmacists, increasing access to midwives, and
including caregivers as partners in care.

A desire forholistic care andnon-medical supports to overcome barriers to accessing
care:Holistic care recognizes that care must conéroutside hospital walls (e.g., primary
care, community care, social care), and that social determinants of health, including
income, geographic access to health services, and education are important factors
influencing health. Barriers to accessing cau@ude the monetary costs of some health
care services and medications, geographic or transportatitated barriers, difficulties
finding a provider, the referral process, and wait times.

A desire for careco-ordination and carecontinuity: Care ceordination and continuity
refer to regular contact with the same team of HCPspuatination of services, and €0
ordination in various types of care transitions.

Findings within Health Stages
Walking Well

A

tot al of 78 articles focus on thbhse wHowse!l ki

primary, preventiveand alternative care to maintain health and wi#ing Of these articles, five
focused on infant and pediatric, four on children and youkimnee on young adult, 44 on adult,

nine on older adult, and eight on caregiver/parent life stages. Specific similarities and differences
in themes across life stages within the walking well population are presented below.

OMA Ontario Medical AssociatignNAONorth American Observatory 10
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A DESIRE FOR PERSONALIZEBQREENTRED) CARE

Culturally Competent and Culturally Sensitive Care

Across lifestages there exist examples of caréeliverythat is impersonal and lacks sensitivity
and cultural awareness. Lack of sensitivity, for example, is noted commonlgeibgin
populations. Transgender adults express concern their HCPs lack sensitivity and awareness
of transidentity when theymisgender trasgender patientd® Transgender adults also perceive
a disconnect between traAmclusive policy and practice. For example, intake and registration
forms do not reflect gender and sexual identiti€3” and washrooms/change rooms in health
facilities are gendersegregated® Overcoming thesechallengesis important in fostering
equitable treatment!’ LGBT®adults note thatHCPshould ask diredy and early irthe doctor
patient relationship about sexual identity to facilitate trust and reinforce a syste which
people do not feel judged, marginalized @odexcluded*®

In terms of culturally competent trainindgndigenousadults note this requires training in nen
discriminatory practices that highlight social and historical factortndigenoushealth care
delivery920

Adult immigrants also discuss examples of lack of sensitivity and cultural awareness. For example,
immigrants from Africa nationsand immigrant women who seiflentify as Muslim express a
desire for HCP® provide culturally appropriate care (not having to undress in frord ofale

doctor; access to interpreters; tailored services to address specific needs of immigrants, including
special clinics, health educatioand awareness forums?*22 Immigrant older adults from Korea

perceived racial discrimination in the health systeand f e | t “left behi nc
| anguage..age..and V.M Theykekpess midesicerfgrdper tramdlaton ofs
medi cal terms and . The nded foraimespreters and culturadiyt and n s

linguistically competent HCPs who are open and sensitive to cultural diversity is also echoed by
immigrants from China who are expectant mothétimmigrant adult women from sulBaharan
African countries note that not having access to an interpreter during health emergencies or
during serious medical procedures like surgeries is emotionally taxing. For these patients, calling
an ambulance was sa asthe better option than trying to get to the hospital and navigating
emergency care by themselv&-ailure to provide culturally competent, linguistically accessible
care limits access to the health system for immigrant women seeking maternitgeghand
immigrant women from the Middle East seeking healtlre?® Older adult immigrants living in
assistive living facilities desire ethnolinguistically congruent services to address their, needs
foster a sense of familiaritgnd communicate their thughts?®

Cultural and linguistic barriers are also noted loygligenousadults. Many cultural rituals,
including those in death and dying, do not align with hospital rules (for example, exceeding the
maximum number in a hospital room is prohibitédDther Indigenousadults suggest that nurse
educatorsshould receive education on culturally safe care amdligenousculture.®® These
sentiments contrast withndigenousadults living in small communities, wleapresssatisction

with their health servicesln these small communities, some adults prefer having a-non

OMA Ontario Medical AssociatignNAONorth American Observatory 11



IndigenousHCPand the associated cultural and linguistic barriers because it creates a more
“confidentia#” care situation

Several patient populations (i.e., vulnerably housed or older adudék) some form of
discrimination and perceived a need for a broader perspective when HCPs were caring for them.
Vulnerably housed adults perceive unfair discrimination from the health system: they are unable
to get a health card number because of theilnarably housed status, and often feel looked
down upon by HCPs because of underlying drug addictions, or judged for having a criminal
record3? Older adults perceive ageism among HERBRed note feeling dismissed by their HCP
who will often speak directly to the adult child caregiver. Older adults also note concerns about
HCPs overprescribing, their narrow viewpoint around caring (not looking beyond specific ilinesses
or conditions), paent-blaming where HCPs expect patients to overcome shortcomings in their
behaviours, and failure to initiate discussion of emotional and psychological ftkgsv adult
fathers note feelings of exclusion in maternity care units. For example, the steucfuthe
maternity unit does not enable fathers to stay overnight with their spotise.

Care avoidance as a consequence of care that is not culturally competent

Youth andadults bothexpresgd careavoidancebehaviours andlifficulties in accessing medic
care. This is noted specifically by syioups as a result of HCHmited education on patient
specific issues. For example, the young transgender community highlights avoidance of medical
care due, in part, to healtbare delivery that continues toebgender binary (male and female),
perpetuatedby HCPs who continue to disregard preferred pronouns of transgender patients and
genderbinary medical intake form® This is corroborated by adult transgender patients seeking
HIViexuallytransmitted infection (STHcreening, who notecisnormative assumptions among
testing providers; a disconnect between trainglusive policy and practice (e.gntake and
registration forms); gendesegregated services; and lack of knowledge amongriggtroviders
(lack of knowledge of trans identities, including appropriate communicative terminology, and
trans-specific healthrelated concerns)® These negative encounters discousad GBTQ
populations from accessing regular chegds andpreventivecare, and only seeking healtare
services when they beme ill.3’ .

aL FTSSt a2YS FyEASGe | NRdzyR (KS KSI f 1
0S gl NS 2F (GUNIYya3aISYyRSNI LIS2LX S FyR L
regarding me beingtransggRSNJ | yR K2 ¢ GKI G FFFSOGa

—Heard, 2017

Care avoidancesalso noted by adult immigrant women. Due to language barriers and failure to
provide culturally competent care, immigrant women in both rural and urban settings seeking
maternity care drop out of antenatal class€sAdult immigrant women seeking maternity
services note an aversion to seeking care due to a lack of female providers, which could
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contribute to care that is not culturally competent. Women also note how language barriers
create difficulties seeking care, and the need for comprehensive and readily available interpretive
services to improve effective, therapeutic communication if patieonfidentiality can be
preserved Other adult immigrants actively sought a family physician that spoke the same
language because they lacked comfort or had fears of missing or misunderstanding important
information about their health. In many cases,ding a local physician who spoke the same
language was challenging, so they had to bring their own translator or friend to the offic® visit

Gbdz2NES | &1 YSI W, 2dz {y26 lo2dzi GKI G
YSY WY, 2dz 4dzZaA3Said &8Sa 2N y2KQ {2 L al
alAR y2d¢

—Higginbottom 2015

Difficulties accessing care and care avoiganere highlighedfrequently byindigenoudeoples

All studies including IndigenouBeoples highlight the need for culturally centred care and
improved cultural awareness among HORdigenousy out h not e how a | ack
health care has contributed to resistance in caeeking behaviours. Specifically, they highlight
how colonidism and structural racism continue to exist in heaitlre delivery. As a result, they
resist going to counselling, particularly fooncerns regarding theimental healthproblems
Indigenousadults note feelings of differential treatment from HCPs whPPs find out they are
Indigenousand lowincome. This leads to HCPs not listening or believing patientspaiiehts

being provided insufficient informatioon, and explanation aboutheir diagnosis and treatment,
which discouraes future careseeking lehaviours'® Indigenousadult women confirm this,
noting racism, prejudice, discrimination and the fear of child apprehension in mainstream health
care agencies impact their decisions to seek headite services for themselvé$3Indigenous
specific halth care centres, such as the Indian Friendship Society Health Centre, are therefore
considered highly importarf

Mistrust as a consequence of care that is not persoentred

Specificpopulationsnote a history of discrimination and mistreatment from their HCPs, which
has contributed to a sense of mistrugtor the adult transgender community, mistrust of HCPs
arises when HCPs refuse provide care'® AmongIindigenousadults, mistrust is the resuof:

delays in diagnosis of health problems; denial of medication (namely pain medication due to HCPs
perceived concerns about substance misuse ambrigenouspopulatiors, which leads to
feelings of judgement and discriminatigh lack of confidentiaty, especially in smaller
communities where care is serviced by community health workers, which has led to a preference
for nonIndigenous HCPswith cultural and linguisticdifferences as they create a more
“conf i dent;¥and the impetsana ttairecohIndigenoushealth delivery, involving

& R 2 O[wrd]jlEt throw stuff at us, so many papers [brochuréd]
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Wait Times

For all life stages, patients experienced barriers to access due to long wait Bisesntent with
wait times in the health system is expressed by individuals across all life stages@uidtion
groups (immigrant/ethnic minority adulg232426.42 GBTQgroups>3*%43vulnerably housed*

and IndigenousPeoples31:3° Wait times are associated with the referral process and access to
specialistg?4¢as well as finding a family doctétFor LGBTQ omuinerably housed adults, wait
times and lack of availability hinder or delay access to ,Eafesometimes to the point of
requiring hospitalizatiort® For vulnerably housed who identify as working poor, work conditions
may not afford them the opportunityo wait for a medical appointment, forcing them to forgo
care altogether

Newcomer/immigrant Canadians are more likely to report difficulties accessing specialist care in
Ontario in comparison with the Canadiorn population, citinglong wait times.*? For this
population, waittimes were exacerbated by use of provincial health insurance or care access
programs, including the thremonth waiting period for OHIP and use of the Heedile Connect
Program to find a physicia#’ For othernewcomerCanadians, long waiimes in Canada for
diseasediagnosis, treatment aridr operation are surprisindo patients and contrast with
shorter waittimes in their countries of origiff .

aLiIQa KIFENR 2 FAYR | FI YMX & (R ACRANJIYS
GKSYy @2dz OFyQil 32 S6AGK KAY 0SOlFdzAS K,
clinics and then they cannot accommodate. It might take up to one year to find a
family doctor. Moreover, after finally getting a family doctord referral to a
specialist clinic there was often another long waiting period because of the shortag
of gynecologists or obstetricians. Some women complained that they received the
first appointment in the advanced stages of their pregnancy. The eddarg wait
LISNA2R& ¢Fa | ANBEFEGSNI 0F NNASNI G2 | OO!
—Higginbottom 2016

Indigenousadults also note long waitmes for emergency, wali, and norurgent services due
to geographic barrierd3°In remote settings, somidigenousadults wait weeks for nurses to
arrive.3' Somelndigenousadults believe these waitimes represent a health system that is
uncaring and disrespectful toward thendigenouscommuniies in Canadahowever, some
Indigenots adults understand that the capacity of HCPs or services may be liffiged the
provision of completely equal and equitable access to primary ha&alth services in remote
areas (e.g.Northwest Territories) is unrealistic due to geographical charéttes andhe small
population size of remote communities. Still, there msexpression for timely, riskand barrier
free, and appropriate primary healitare as close to home as possible
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ADESIRE FOR INFORMATODNRESOURCES AVAILABLE AND HOMMIGATE THE HEALTH
SYSTEM

HCP Knowledge Deficits and Gaps

Many populations are oftemnaware of communitypased resources and supports available to
them that would facilitate appropriate carseeking behaviourddCPs play an important role in
filling these knowledge gaps; however, vulnerably housed adults note their HCPs lack the
necessary knowledge and training to communicate effectively with them areesaources or
supports available, highlighting a desire for HCPs to identify supports that would encourage care
seeking behaviours rather than discourage such behavid@snilarly, among older adults living

in poverty, there is a desire for HCPs to pdevinformation on mental health resources and
community-based services and programming for mental heéith

A desire for more information from HCPs vadsoexpressedoy caregivers of older adults and
older adults in rural and remotecations, who notehat poor information exchangkasresulted

in difficulties navigating the health system (e.gimited awareness of communitpased
resourcesy® Adult immigrant women from Korea note that information gathering was easier in
their country oforigin than h Canadaln Koreathe government and HCPs recognize their role in
delivering information on health behaviour expectations to famifits

Funding Information

Overcoming informational barrieraround medical coverage and funding options is viewed as
important. Both adult immigrant and adult nemmigrant populations note a desire for
adequate and timely information on navigating funding optidh% 51 LGBTQ adult immigrants
and refugees from Africaand Caribbeannations note difficulties understanding healtbare
coststhat are not publiclycovered, and how to gain access to physician services, medication and
dentists®2 Social support groups help clarify some of the questions around this conyplelith
enhanest h e s e p oability tadccess healtbare.

Parents of refugeelaimant children reponhot understandingpnline informationaroundfederal
health insurance options availabl®r example, the Interim Federal Health Program (IFHR).
IFHRprovides limited, temporary coverage of heatthire benefits tgrotected persons, including
resettled refugeesiefugee claimants; andertain other groupsvho are noteligible for provincial

or territorial health insuranc&?® As a result, thegvoidseeking medical carfer their childunless
their child becomes severely, itlue to financial difficulties in paying for cafearents also lack
information regarding he#h care rights and services, and an understanding of IFHP online
renewal procedures!

Multiple Sources of Information
Adult immigrants from China note a desire for multiple resources to obtain pregnancy
information.?> New adult mothers report a desire for more informational support in neonatal
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follow-u p , namely, what to expect, what anchowmneeded
to navigate the health system (assistance with referrals, expenses and applicatiahsability

funding)*® Within the expectant mother populationalthoughbirth plans aim toprovide new

parent s’ i nstructi ons ,mamy noihers notothatsach plan§ could a n e
lead to inflexibility and rigiditypotentially leading to poor outcomes$

Indigenousadults highlight how HCPs in community settings must connect lmdigenous

Peoplesto establish a collaborative strategy for delivering health information appropridtely

Many Indigenousadults believanadequate information and explanation about their diagnosis

and treatment is a consequence of individuals not being listed to, being ignored, or not being
believed!® Other Indigenousa d u | t s’ express frustration with
materialsand neglect of the importance of oral transmission of knowledge. They offer suggested
changes in the future transmission of information, including videos that feature different Elders
communicating health information in traditional languages, as well rgligh, and sharing

accurate and respectful illustrations of the botly

A DESIRE FOR CHOICE IN TREATMENT, CARE SETTING AND/OR CARE PROVIDER

Vaccination

Across lifestages, there is trust of HCPs and the health system generally. Young adults,

and older adults view public health authorities as responsible toward citizens and view
recommendations on vaccination as trustworttyAdult immigrants echo this sentiment: they

trust the Canadian government to ensure vaccine safety during dewsop manufacturing and
delivery, as wel |l as their .HMOlBeradults poteaheime nd at
willingness to put ownership of their health |
doctors strongly influence decisions teceive vaccine¥ For other older adults, having been

offered the pneumococcal vaccine by their HCP or being told about it by their HCP, or believing
their HCP thought receiving this vaccine was a good idea are factors positively associated with
vaccinereceipt® Among parents of young children who strongly intended to vaccinate, as well

as those with a lower intention of doing so, expressed a high level of trust in doctors to do what

is in the best interest of the publi®

Screening

Similar sentimentsaround trust exist in terms of screening. Among adult women, the most
frequent reason provided for HhavirrecoanffRindst i«
Among adult immigrants, physicians are considered trusted and authoritative figures whose
recommerdations they would follow around testing and screening (eagrvical cancer
screeningy Thissentiment isechoel by other adult immigrants (from China and South Asia),

who note the importance of a physician recommending and facilitating screening. Female gender

of the HCP was paramount in facilitating access to cervical cancer screening for almost every
informant®! Vunerably housed women seeking prenatal care also spoke of the importance of

OMA Ontario Medical AssociatignNAONorth American Observatory 16



trusting their providers and feeling that they were not being judged. They vai@Risvho took
time to make a connection with them and who provideahotional and psychologicalipport.?°

Natural Health Products

Among adults, there is a desire for alternative treatment modalities, particularly natural health
products (NHPs). While adults recognize that NHPs argomsicriptiondrugs®? many adults
(47%0f adults surveyepbelieveNHPs are safer than prescription medications because they are
less likely to cause adverse eveftsAmong immigrant adults, there is also a preference for
herbal and natural remedies. However, these adults do not seek advice from their primary care
physigan about alternative treatments due to a perceived misalignment in preferences. There is
a belief that if physicians were more opeminded to such treatment modalities, care would be
more comprehensivé® Among other immigrant adults (Korean newcomersditional Chinese
medicine is considered effective, but the high cossoth treatmentsand lack of coverage in
provincial health plans means these treatments are only available to those who can affbrd it
Indigenousyouth note the importance otultural approaches tdealth andnatural healing
ceremonies, and a desire to leamdigenousmedicine*®

GL slyld G2 fSIENY K2g G2 YIS LYRALY
and | felt like | was cold to being really hot. | had to go tchtbepital for a day, but |
FSEG 6SGGSNI FFGSNI GF1{AYy3d GKS LYRALY

—Natalie, 2013

Health Prevention Programs

Adult parents of infants support strengthening early intervention programs to include more
health care treatment programs, as well as health prevention programs, including nutrition
interventions (subsidies for nutritits food).6* Indigenousadults express a lack gireventive
health programs, particularly concerning traditional practiées

Medically Asssted Death

Themajority of adults (70%) support medically assisted death as a viable treatment option for
patients facing imminentdeattfThi s i s supported by other adult
should be able to request and get help from othey®end their life” andt hat “every ¢ o mj
adult should have this riglitor,in“ cert ai n cas%®s or situations

Health-Care Personnel

Adults strongly support expanding the scope of practice of pharmacists to authorize refills of
medications, offer dvice for the treatment of minor ailments, administer vaccinations, and
conduct certain health screening or monitoring services, such as blood pressure morfitoring
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Expectant mothers choosing a birth centre express an appreciation for midwifery care during the
birthing process. Women who were having their second (or more) birth after having their first
birth in a hospital prefer birth centréer amore natural expegnce while avoiding interventions

and the clinical environment of a hospital biffhThispreferenceis also expressedby other
expectant mothers in both rural and urban settings who view birth centres as safe and more
comfortable than hospitals, and atsag where they can control their surroundings (lighting,
smell, noise, extent of interruptions). Again, midwifery services are highly vakieddwives are
perceived to be more opeminded about birthing options (e.g., in hospital or at horffe).

While one study found that Indigenougouth do not prefer arindigenousproviderover a non
Indigenous providef? another study found thatndigenousadults express a specific preference
for IndigenousHCPs and an increaselimligenousHCPs overatP

Care S#ings

Community:Among HIVstatus LGBTQ immigrants, there is a desire for access to community
support groups. Existing community services have been noted to help in coping with challenging
times, reduce isolation, foster kinship in Canada, and offgudgementfree, safe spacé?
Chinese and South Asian adult immigrants also support an expansion of care into the community,
suggesting that primary care and screening outreach should be based in community hubs (e.g.
apartment complexes and community cees), where newcomers can receive screening services
provided in their own languag®

Involvement of Education Sectoithere is a desire to move childhood vaccination into the
community, namely schools. For many parents, scihasked immunization prograsnare
important and outweigh potentiainonetarycosts of vaccinating many Canadian children outside
school in terms of resources uséand decreaimg spread ofdisease andgubsequenthealth

care utilizationt Other parents disagree, suggesting impleniegtschoobased immunization
programs would increase the pressure to have children immunized, forcing parents to make a
decision. These parents note that the decision to vaccinate should be personal, and
implementation of schoebased immunization woulde&dd to what was considered an
inappropriate external influence on the a r ededis®rimaking process’*

Choice can be Constrained

Power dynamics between patients and HCPs exi s
speak out regarding various treatment preferences, that they may préfeinerably housed

adults express a need to agree with physician opinions around treatmegr though prior
experiencesuggesteda drugwas not effective Trust was based on a need to protect and
preserve their ongoing relationship with their physicidhs

A DESIRE FOR HOLISTIC CARE ANIMEBRIDIRAL SUPPORTS TO OVERCOME BARRIERS TO
ACCESSIN@RE
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Many themes presented thus far highlight challenges in navigating various aspects of the health
system due to limited information, knowledge gaps amd#i@Psand language barriers. This
section describesadditional barriers to carehat relate to chalenges navigating the health
system and general unfamiliarity with the health system.

Financial Barriers

Many groups are highly favour abl eareaxdveraGeanada’
Immigrant populations express a favourable attitudeo war d Canada’ scaré soci al
system, which they understand as “fre basic

G¢KS FFEOG GKFEG GKS @I OOAyS Aa FTNBS ¥
the rich alone and that the prifle of equality is properly applied in our health
aeaitsSyoé

—Kowal, Jarine & Bubela 2015

Concerns regarding the deficits in universal coverage stem from the design of provincial health
insurance programs. These concerrare raised largely by adulimmigrant and refugee
populations?13847.51For example, many such populations note prohibitive costs of medication
and nonbasic care, despite obtaining provincial health insurance. For refugees in particular,
there is a perceived gap between goverrmmeservices available for governmeassisted
refugees and privately sponsored refugees, the latter being unable to access interpretation
services during healtbare visits or access social programs to support families with children. This
resulted in feelgs of alienatiorf* This is echoed by caregivers (parents) of refugaenant
children, who note a lack of continuous health insurance in the Interim Federal Health Program
(IHFP), often resulting in denial of care of children. Services are refusédgéeeclaimants are
unable to payforcing parents to seek care for their children only when the child becom@s ill
Cost as aleterminant of whether or not to seek care resonates with other adult immigrant
populations. In Ontario, the thremonth waitingperiod preceding OHIP eligibility means landed
immigrants in Ontario deter standard medical visits or limit testing or treatments.és€d

Immigrant populations note additional economic barriers to healtine, including the lack of
extendedhealth insurance to cover pharmaceuticals, eye care, dentistry and other essential
services*"? As a resultparticularly for those seeking natural medicine approaches will engage
intransnational care seeking (seeking care in country of origin) is conamong this population

in response to the high cost of services such as denfi$try

Caregivers also note specific financial difficulties. For example, older adults and caregivers of
older adults in rural and urban communities note limited access tases\and holistic care due

to various policy issues and funding restramish respect to home visitdn addition current
funding reimbursement models in Ontario discourage physicians from practicing preventive care
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and home visits, since the compensattiprovided for these services is minimal compared to

medical interventions provided in a clinical setting. There are also limits placed on funding for
services eeesesmend i“adndn by provinci al heal th i nst
patientsto exhaust their coverage before treatment is complétdNew mothers on neonatal

follow-up programs also note financial barriers, citing a desire for greater assistance with
expenses anth applyingfor disability fundingf®

G Xub that requires a chage in the structure of the OHIPs remuneration system.
Because a doctor who visits someone at home, it will take that doctor five times a
long than if the doctor was in her officeshe could see five patients in that time and
she would get paid five times much. So the OHIP and the other provinces have g
to restructure their system if any system of home visiting is going to have any hop
ofsuccess. 6 dzNB Iy LI GASYy (o0

—lLaFortune, 2015

Worth noting is that vulnerably housed aduéigpress thathe inadequacyin benefits provided

by Quebec's Social Assistance Program make it impossible for persons living in poverty to
maintain good health when living on social assistance, as it hinders good nutritiadheaaloility

to follow adietici an' s recommendati ons. This represent
recommendations with their lived realif{

Transportation

Older adults express a desire for transportation to reach medical appointments. When medical
services are not within wailkg distance or ossite for those living in assistive living facilities, when
getting to a transit stop or boarding a bus without help is challenging, or when weather conditions
pose a risk of falling, older adults must rely on caregivers to reach magigaintments, othey

avoid medical appointments altogethéf29:48.49

Referral Process

Many note the complicated nature of the referral process and difficulties obtaining referrals to
specialists in Canada as barriers to care. For example, adidétis and their caregivers note that
access to a specialist is complicated due to the referral prdé@dsssentiment is supportedby
mothers in neonatal support programs who express frustration with Waiés associated with
referrals, and desire astance with navigating the referral process in the commun@®ne
mother notes,b Ly (KS O2YYdzyAides AdQa y20 |ftglrea St a
occupational therapy, physical therapy and dieticians. Thegriatal Followup [NFU]Wwere able

to get us hooked up with services in a timely manner . . . getting referrals is difficult. Some parents
are finding they need to wait sometimes years for servitesrimigrant populationsalsonote

their lack of understanding in the referral processundsednga specialist in Canada
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GLY 2dzNJ O2dzy GNE ¢S 32 G2 &LISOALT A&

here [Canada]. It takes 19 time to get the referral and see a distclatook me like

Y2NB GGKFIy F2dzNJ Y2y GKa G2 &aSS |y hNIUK:
—Vahabi, 2016

Some adults are skeptical about the referral process and desire primary care providers to be
transparent about their motivations for screening refergaiactices, noting their belief that
performance incentives are tied to referrals to screening such as mammogfaplyycontrast,

other adults (vulnerable housed women seeking prenatal care) noted their appreciation of care
providers’ r efeswiomalg’l s to other pr

Finding a Provider

Challenges finding a family doctor or specialist is noted commonly by adult immigrant
populations. Issues in finding a suitable provider relate to language baffigy3>27387%
preference for female doctorg:2%%1 geographic barrier®® and perceived physician
shortages 212" Vulnerably housed adults also note challenges findii@Psincluding midwives

and obstetricians, due to a perceived shortz8é* For older adults, there is a belief that
physicians prefeyounger patients and express concern in finding a replacement and estaglish

a relationship with a new doctor whetheir current doctor retires®

OMA Ontario Medical AssociatignNAONorth American Observatory 21



Mental and Cognitive Health

This section summarises the 31 articles that addressed mental and cognitive health. The majority
of the articles (16) focused on adult populations and 10 focused on chidiréypoung adults.

Specific similarities and differences in themes across l#gestwithin the mental and cognitive
health population are presented below.

A DESIRE FOR PERSONALIZED (PEESIORED) CARE

HCP Knowledge of Cultural and Social Groups

HCPs were perceived to lack an understanding of various cudindhkocialgroups.The ault
LGBTQ populationote that prescription refills is the extent of thett C Prsental healthcare
knowledge HCPs also lack knowledge of traffirming mental healthcare, resulting in
misgendering and transphobia in treatment. Thisrgart, due to professional protocols that do
not reflect trans identitied®

G¢KSe g2dd R NBFSNI G2 YS a waABSy 6Y
thing where it's very subtle, but it's just an indication that it's what's on youPOHI
[provincial health insurance] card that matters, not who you are. . . Like when yot
sitting in emergency looking like this [female gender presentation] and they call ot
[given name] or Mr. [last name], and you stand up and there's people sittimg e
around you, you feel weird. You almost don't want to be in the emergency
RSLI NLIYSYy(ds NRARIKGKE

—Ross, 2018

Similarly, among adult Korean immigrants seeking help for suicidal behaviours, primary HCPs are
limited in theirknowledge on how to pick up on suicidal behaviours, as some cultures are more
likely to downplay or deny the severity of these behavioirAmong adultindigenousgroups
seeking addictions care, patients stress the need for HCPs to be trained on howl tevitte
Indigenouspatients living withaddictions, as HCPs are noted to be indifferent to their specific
health needs™

Wait Times and Referral Processes are not PerSamtred

Patients and caregivers (parents) across all life stages express condemaitiimes and care

processes, including referrals. Youth and young adults note difésutlinavigating the mental

health system in terms of finding the appropriate place to get treatment and having to wait to

see someone regarding their health conegras one young patientnoteg, WL (0 Qa4 GKS &g A
really hard (and | got in very quickly). It feels like your whole life is orfXdfdr young adult
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substances users, the long wditme for an initial consultation with a substance misuse
professional is often exacerbated by the long referral process and evaluations that must be done
before accessing caré-or many young patients, thissults in continued substance misugé

Adult mothers seekingerinatal mental healthKFMH express a desr e cut oot the referrals

piece because you end up getting a referral from somebody that has no idea what you actually
require”’® These mothers also report long waimes for alreadylimited existng specialized
services, reflecting the inadequatepzcity to meet the needs among mothers for timely access

to psychiatrists, psychologists, and other counsellors with specialized skills in perinatal mental
health.” This is corroborated by patients with coexisting merllakssand chronic disease in
primary care, who note that referral to external services by HCPs is occasionally inadequate due
to H C Plack of knowledge of existing resourc@d$n addition to waittimes, there are concerns
among adult cancer patients seeking psydmzology about availabilitin terms of clinic office
hours, as appointments are onlgcheduled onweekdays during working hour&ne patient
notes,a/ I YOSNJ I YR A a inedzlfilef°NII aKz2dz RyQili o6S y

Care Avoidance as a Consequence of NRarsonalized Care

Patients and caregivers (parents) acrosssifges note how certailCRjualities facilitate care
seeking behaviours These include:good communication skill®8182 interdisciplnary
collaboration’® and compassionate, nojudgmental, knowledgeable, respectful, and prompt
care!/” HoweverHCPgualities may also discourage caseeking behaviourfor example HCPs
passing judgement related to substance misuse during initial conSyftejudice racismand
discrimination by any HERoward ethnic minoritie$* LGBTQ adulf§ and Indigenousadults "
feeling stigmatized biACPsthereby influencinghe extert to which patientsdisclose symptoms
andtheir preferredtreatment options;®-8%82poor interactions with hospital staff such as imaging
technicians and nursing staff, whamay be non-communicative with patients conduct
assessments that are physicallyigfal to the patient or disrespectfuto patients®>2° lack of
trust in HCPawvhen they providecarethat is perceived to b@on-personalized anavhen HCPs
offer a multitude of screening procedurasgithout proper explanatior?® and lack of cultural
sensitvity by HCP$& particularly for Indigenous youth8” LGBTQ adulf§® and Canadian
newcomers’#Vulnerably housed adults seeking mental heatine note that clerical staff should
receive sensitivity and awareness trainffitgarriers in all cases contuilled to care avoidance or
an unwillingness to returio the clinic for followup care

A DESIRE FOR INFORMATION ON RESOURCES AVAILABLE AND HOW TO NAVIGATE THE HEAL
SYSTEM

HCP Knowledge Deficits and Gaps Around Mental He@l#ne and Supports

Patients across all life stages note knowledge gaps among primary HCPs about various aspects of
their mental healthcare. Youth seeking mental healthre believe their family doctosinot
knowledgeable abouyouth mental health service® Similarly, mothers seeking PMH care note
alack of knowledge on communityased PMHservices’® Other young adults note thelf CP * s
knowledge of substance misuse treatment facilities is missingiolear’’” Young adult parents
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note knowledge gaps among HCPs on their role in the transition prét&ss some young

adul t s, the most hel pful thing a HCP can do

problem?”’

Adult patients with coexisting mental disorders and chronic diseases who are seen in primary
care note that family physicians hesitate to take time to discuss mental health due to perceived
knowledge gapsThese adultexpress thaHCPs makmadequate referrals to external services
due totheir limited understanding of availabl@ental healthresources’™ Other alult recipients

of mental health services note similar knowledge defiéitsn their primary HCP and social
agencies, namely arourtthe side effectsof prescriptions for mental illnes&nd healthy living
while living with mental illnes¥ Adult cancer patients seeking psycbacology (psyche
oncology is an interdisciplinary field at the intersection of physical, psychological,, sowal
behavioral aspects of the cancer experience for both patients and caregivers. The -psycho
oncology programs offer emotional and supportive care to cancer patients and their carg¢givers
note challenges in accessing timely counselling services: disstoni of information about
counselling services does not occur when they need it (either too early, or too late when they are
in distress). When they do receive information, they are overwhelmed. Despite these challenges,
patients note they are able to aess counselling services and are satisfied with them and the
information provided®

GL oSyl 2y GKAA YSRAOFIGA2YS L s6la 2@
@2dzOQNBE 2@SNBSAIKGQT ¢Sttt L sl angty oK
YSRAOIFIGA2Y LQR LINRo6lofe t2aSsS | 20 2°
al1Ayye |yR ydziaKé

—Graham, 2013

Alternative Sources of Information

As a result of these knowledge deficitsany patients seeknental health-related information
elsewhere. Among children and young adults, their parents are considered useful sources of
information and support when they first seek treatmefitOther youth and young adults seek
information from thelnternet on mental healthsymptoms and treatment options. These youth
express a specific desire for more wieised mental health resources, including contact with an
online professional (e.g.a therapist or coact?! These online resources would include a range
of information, for example, descriptions of interventions and treatments, evidebased
research articles, a resource list to access help based on area of residenbe|seiterventions
and tools, and informative pictures and vidéBsAmong mothers seeking PMH siees,
specialized psychiatrists and midwives are very helpful in filling knowledge’g8pme adult
LGBTQ groups seeking mental healine note seeking information and care outside the health
sector altogether, for example, ahurch”
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A DESIRE F@ROICE IN TREATMENT, CARE SETTING AND/OR CARE PROVIDER

Health and Social Care Personnel

Patients, largely from the adult life stage, and caregivers (parents) notéage of care and
service providers involved in mental heattare, including case managgé® probation officers’”
midwives’® nurses and psychologist3®® and individuals who serve as companions during
medical appointmergwhen a patient is alon&

Parents desire someone to provide case management tordmate servicesvailable to their

child seeking mental healtbare, thereby ensuring their child does not fall through the cracks.
These parents, however, do note that some children do fall through the cracks because they do
not fit into existing programs andamot access appropriate servicé§ Mothers seeking
perinatal mental health servicesexpress a strong appreciation for midwives. Midwives assume
an advocacy role and take on the responsibility of ensuring that mothers become connected to
all the services they neetidwives take a proactive role in supporting mothers and are able to
perceive the mother’ s ganetaskfoohelp thbemseles. Motheesn wh e
also value that midwives provide postpartum home vi§itadult patients with coexisting meat
disorders and chronic diseases seeking primary care appreciate the involvemd@Pabther

than family physicians, including nurses and psycholafigtsychologists, in particular, are seen

as important among adult cancer patients given their apilitt o “ hel p t”"h ea nwdh atlhee ipr
holistic, norjudgemental approach to caf® Among adult immigrant populations, there is a
desire to have providers, particularly,counse

as this would increaseace-seeking behaviours by a population thaften downplays mental
health concerns.

GKSe@ “2yQi’J ale Al 2dzi t2dzRT Ylye Y
dzyaSttAy3a AT 6S KI @S Y2NBlIyYy /[ 2dzyasSt

—Han, 2015

Vulnerably housed adult women with mental health challenges desire an individuglae.g.
volunteer, to provide supportive accompaniment (companionship) during medical
appointments® Along similar lines, lovincome, adult LGBTQ mental healthre users gxess

a desire for support, but pogteatment, noting that it would be helpful if someone checks in
periodically, as selfare strategies to maintain welleing are often ineffectivgd3 Adult LGBTQ
newcomers note thatheir mental health improved after &&nding support groups, which helped
them cope, reduced their isolation, provided a judgmémte safe space, angtovided guidance

in navigating the Canadian healttare system, namelground thehealth care costs that are

a X
02

OMA Ontario Medical AssociatignNAONorth American Observatory 25



covered in Caespira® More buppart by CPs in navigating the healéne
system was also expressed by parents of children with intellectual disalfifities

In terms of physicians, patients and caregivers (parents) view the role of specialist and non
specialist physians differently. Parents desire their primary care provider specifically to
communicate and cordinate care to ensure care continuify Young adult substance users in

the criminal justice system generally trust physicidhgulnerably housed women witimental

health challenges note that family physicians should be open to accepting clients who have
complex historie$®

While child and youth perceptions on this theme are scant, youth seeking mental health services
do note their appreciation of having ene than oneHCPinvolved in their care. As one youth
notes,a X S OF y 0 NIR yoang adilde sedkihd\tteatment for substance abuse and
mental health view probation officers as important. These individuals straddle the health, social
and criminal justice systems, and guide imprisoned substance abusers to treatment, which
represents an important supportive role for substance ugérshis highlights aubsequent
theme of care continuity, as well éise idea thatmental healthcare goes beyad the medical

care sector. Young adults belonging to ethnic minorities seeking community mental bagdth
view case workers/managers as important in their health, as these individuals represent a
catalyst to improving their health. They encourage metiica compliance, stabilize patient
conditions, help patients lead productive lives, and chieckith patients on a regular basi$

Caregivers as Partners in Care

Parents acknowledgiteirs i gni fi cant r ol eexprasadebiretokinled | d’ s ¢
in their own chil d’'8Asprevieusly meetiorted, parendts oftesn assume e a m
the role of healthcare expert and system navigafé°? Indigenousyouth express a desire for

t heir par e nihvovementgnschoabased intengentiond’

GKS g1 @& oLINE-d RS @ mosleytiat vezRHOWRd alVTSllow with
RA AY YSyidltf KSIfUOK®E
—Tobon, 2015

Services

Patients and caregivers (parents) acrosssiifges identify a range of serviddat would helpto
optimally manage theiowno r t h e imentalchkaithcade. For example, parents of young
adults withanintellectual disability want better accessibility to health and rehabilitation services
in the adult sector, increased availability of opportunities in commubéged activiy centres

and daycares specialized in intellectual disabilityputh engaged in online mental health
resources desire online platforms with access to online professioagsdtherapist or coach),
and highlight the importance of privady Similarly, mothers seeking perinatal mental health
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expressa desire for online services that can be accessed at their convenience at home, as one
mother notes, @ X 1 NB A y 3 (i 2smsTthay &e n¥t SO Ktengivie in terms of booking
appointments and getting out of the house and all thaflothers also note a desire for more
mother-oriented services in addition to existing babgiented services, as maternal wéking
should be a prerguisite for the health of babie$

Screening

Vulnerably housed women with mental health challengd® areconcerned about breast and
cervical cancer screening desire improved outreach in screening practices; for example, screening
should ask about sexual history, explain what will happen during the procedure, and arrange for
afemale nurse to be in attendander reassurance purposes. Resource materials shalsiol be
accessible: iplain language, in multiple languages, in large print, produced on Braille and on
audio cassettes and/or DVBs

A DESIRE FOR HOLISTIC CARE ANIMERIDIRAL SUPPORTS TO OVERCOREIBRS TO
ACCESSING CARE

Social Determinants of Health

Many patients across life stages and caregivers acknowledge the relevance of the social
determinants of healti{education, income, transportationi) mental healthcare For example,
adesire for counselling psychology to focus on social determinants of health and family issues is
expressed by adult (Korean) immigrants seeking-realiagement of suicidal behaviouts
Vulnerably housed women with mental health challengede that living in the context of
poverty makes it difficult to maintain good nutrition, exercise, and a healthy lifestyle as
recommended by HCPs. Simple health promotion messages that fail to attend to these realities
(e.g, reliance on food banks) can be ineffectared discouraging to marginalized poor wonf€n

GL ¢l a OSNEBE ANNRGFGISR 0SOFdzaS GKSe& 2

F20dza 2y FlLYAf& AaadzSaz (KSe R2yQl ¥

L gFa OFNAy3 FR2AXYIKGEE BSWHa R Se Hde O K

OF NBR l62dzi GKS &dzA OARS LJ NI o6dzi AFXI
A

YS Ay | 6l AGAY3 fAAd 18 (o2 v2yika

—Han, 2015

Involvement ofEducation SectorParents of young adults with intellectual disabilities highlight

the importance of communication between rehabilitation centres, public specialized schools,
health and social service centres, and parents themséR/Barents of youth sdéng mental
healthc ar e desire involvement of the education
emotional, behavioural and learning neetsSimilarly,Indigenousyouth desire schoebased
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interventions and ceordination of mental healtltare, spedically Indigenousspecific, culturally
informed, genderand sexspecific developmental services addressing sex work, substance use
and the social determinants of health

Transportation Among adults who frequently visit the emergency department foental
health-related reasons, there is consensus that lack of transportation is an important
determinant of health. Patients felt their needs were not met by the care received as they were
being discharged without transportation or a plan, which exacerthateir symptoms, leading

to a worsened mental state or sedestructive behaviourghat would necessita¢ further
emergency car€® Transportation barriers to accessing care is also noted among youth substance
users®’

Overcoming FinanciaBarriers Whi | e patients and caregivers (pare
fundedhealthcare system, they note several challenges. Patients across life stages note limitations to the
extent of mental healtlcare they receive, often rooted in fundingoostraints. Young adult substance

users, for example, do appreciate thabstancemisuse treatment is publicly covered, but expressed a

specific need for psychological support for substance misuse which is difficult to access in the public
system and exgnsive in the private sector. Although funding through social assistance or workplace

health insurance isvailable,some group insurance policies restrict choice of treatment, especially in

private sector facilities (residential facilities)

Adult mothers who seelperinatal mental health serviceste that, while PMH care provided by
physicians is publicly funded, PMH services by nurses, social workers and psychologists is not
completely publicly funded.In Ontario, midwives can refer mothers to menthkalth
professionals who are paid privately and to family physicians, but not directly to psychiatrists.
Patients of midwives must see their family physician in order to obtain a psychiatric réferral
Additional costs that are incurred owff-pocket, orthrough private health insurance, prevent
access to preferred methods of treatment for perinatal mental illness, such as individual
counselling sessions, postpartum doulas, and commtased psychotherap$® Cancer
patients seekingsycheoncology note that access to free counselling is valued and meawms th

can continue with their counselling program. These patients highlight the need for emotional
support following treat ment, when theytoeassur
anxiety and fears of recurrencé

The prohibitive cost of mental healttare is also noted by adult patients with coexisting mental
disorders and chronic diseas&and by adult LGBTQ patients regarding prescription medication
for their mental halth,”?and, to a lesser extent, by vulnerably housed adults with unmet mental
health care needs includgthe need for affordable mental healttare®?

A DESIRE FOR CAREORDINATION AND CARE CONTINUITY

Contact with Health Care Providers
Parents of chdren and youth seeking mental healtbare expresssatisfaction with the
consistency of contact with their HCPs and the continuity of care received across pré¥iders

OMA Ontario Medical AssociatignNAONorth American Observatory 28



b/ 2yGAydzatde 2F OFNB g2dfZ R 0SXAF Yé RI
may end up, there's somebody liaising between each of thoseefvic
—Tobon, 2015

Other groups express a desire for greater continuity in care. Adult mothers seeking PMH say that
an ongoing relationship with a knowHCPis necessary in order to comfortably disclose PMH
concerns and reducghe need for women to have to repeat their hdahistory and symptoms

to multiple HCP$® Similarly, mothers of children with intellectual disabilities highlight the
importance of relationships between HCPs and children. Continuity in these relationships
(namely, working with the same nurses and oth#CPsvhen visiting a healthacility) creates
familiarity and, like mothes seeking PMH, reduces the frustration of having to repeat clinical
history.8?

Coordinated Care During Care Transition

The importance oto-ordinated servicess expressed byarents of young adults transitioning
from pediatric to adulicare®® Parents often act as system navigators as a resudtérception
that HCPs know little about care transitgrhe lack of transition planning services available, and
the lack of consultation between servic&s Similarly, parents of children with intellectual
disabilities feel like they move between the parent/learner role, and educator/expert role due to
gaps in information and care @wdination.% For parents, added r@snsibilities to compensate
for gaps in service delivery and poor-@alination between institutions and services increase
their levels of stress. Parents express a need for material support, infammsiipport (better
understanding of complexity of healtheed), cognitive support (adapted services for patients
with more severe intellectual disability), and emotional suppdrt

Acute LifeThreatening

A total of 18 articles focused on acute {tfeeatening populations. Of the four articles that spoke
to youth and young adult populationsvo focused specifically on vulnerably housed populations
while the other two on the general youth/young adult populations. The remainder of articles fell
within the adult (six), geriatric (one) and caregiver (seven)gsavith one of the articles focusing
on adult LGBTQ populations. There was relative consistency across life stages withéalthis
stage, which are summarized below.
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A DESIRE FOR PERSONALIZED (REESKDRED) CARE

Personable, Open, and Cle@ommunication by HCPs

Patients and caregivers in the emergency room (ER) wanted to have HCPs who were willing to
listen to them and communicate in a manner that was easy to understatid’hey would also

like HCPs to work as a team and not contradi@ another?+°68which aligns with a desire for
greater care ceprdination. .

GeKSe £Si YS 1y2¢ 0GKIG GKSBQNB |t K!
everyone had their own way of explaining tube feeding to me: how it works and hc
much. Andt was nice. It made me feel more comfortable and relaxed because the)
F€f OFYS G2 | 02YY2y O2yOfdzaAz2ys> GKI
—Green et al., 2016

Patients agree that they need to receive timely, appropriate, transpardgotmation especially
about discomfort with therapy or other details. They want to know the full truth, but they also
want this full truth to be presented in a compassionate manner. Mainly because being in hospital
with acute symptoms and pain already pokesfear and uncertaintgmong them?’ They expect

that HCPgjo an extra mile when asking about sensitive issues like pain managémedtend

of-life decision$?®

Emergency Room Avoidance as a Consequence of Stigma

Although many people who fourtiemselves in a crisis would go to the ER, other groups (LGBTQ,
vulnerably housed and socially isolated youth) choose to avoid the ER as a result of fear of
stigmatization, judgment, or having to experience long wait times which was perceived to be
associged with their appearance of looking homele®¥s°Long wait times to see a HCP in the

ER was problematic for vulnerably housed people who may be unable to obtain a space in a
shelter if they are waiting in the ER10?

Gl 2YSt Saay S aas solt dia stigniayr eved laoRifighomeless or not
KFEGgAy3 | SN 3IS Of 20 KAy3Is 2dzad o0SAy3a
Wdza & 3IA@Sa GKFG adAa3ayr FyR KS@QNB f
RARY QG NBI f3f & 2K19B% Oy OiKAY I KS R2Say
R2SayQi R2 GKIG®dQé

—Newton, 2016
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A DESIRE FOR INFORMATION ON RESOURCES AVAILABLE AND HOW TO NAVIGATE THE HEAL
SYSTEM

Emergency Room Becomes First Resort When Other Options are not Presented
Individuals living with acute lifhreatening iliness often access the &Ra result of not knowing
where else to go when thefind themselves in a precarious positidPatients perceivea sense
of frustration from HCPsabout attending the ERis they are told to avoid it but lack an
understanding oflternativeresources to support them in a time of crisés .

GLG 61 a4 addzZ33SaliSR (KIGd R2VA@ARY2wWIgRI
0KS adedyYLiizya 0O02YSd® ¢KSNBQa y2 SRdzO© .
2yfe LIXIFIOS G4KIFG L OFy FAYR | az2fdziiz2,

—Vaillancourt, 2017

Community Resources and Discharge Planning

Informing patients ad caregiversof available support services within the community and
support navigation across the healttare systemis valued?*° There is an overall lack of
thorough discharge planning from the perspectives of patients and caregivers. Thereed
improve information sharing and planning for patients and caregivers, so they feel confident in
knowing what to expect when they return home or know who to contact if something were to
happen. Parents value clear communication and information piexto them?6.102.103

A DESIRE FOR HOLISTIC CARE ANDIRIDIRAL SUPPORTS TO OVERCOME BARRIERS TO
ACCESSING CARE

Patients and caregivers expect andepth assessment of the root causes of their acute
symptoms rather than just treatent of flare-ups andother patchwork solutionsTheyalso
expect some sort of attention to their nemedical needs, for example, providing food if patients
need it orsubsidizednedications if theydo nothave money to pay for prescriptions. They also
appreciate if thé individualized needaretaken into consideratioflike being seen by a female
physician oHCPs speaking to themtimeir native languagé®
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to get, when to give ttm. The surgeon spoke with me afterwards about things that
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reviewed all of the medicatns before we left. . .The pharmacist also reviewed all
0K24aS GKAy3Iaodé o6t NIAOALI yi oo

—l ongard, 2016

Chronic Conditions

There were 97 articles that focused on people living with chronic conditions. The majority of the
articles focused on the adult, older adult, and caregiver life stages.

)

Specific similarities and differences in themes across life stages within the chranicd i t i on’ s

population are presented below.

A DESIRE FOR PERSONALIZED (PERSIORED) CER

Like the themes that were identified within the other health stages, people living with chronic
conditions in all life stages desire respectful and personabpguioaches to care. Overall the

literature highlights that there is an oveeliance on the medical aspect of illness and a lack of
support focusing on pat i &4%Te provibenote persecnand e mo't
centred care and engage meaningyulVith patients, HCPs need to have Hadgmental

attitudes, open and clear communication (e.g., no medical jargon), kindness and a genuine
charactertt6.117 .

GodKS a// FNB Ftf AYOGSNNBEIGSR Fyéogl
NKSdzYr i2AR I NOKNAGAEA WYSQ YR

0§KS RAI

—Ploeg, 2017
Sever al studies note the iIimportance of asses:e
their physical, mental, social, financial, and personal features; assessmeed to be based on
the whole person, not exclusively on the diagnosé€3!*' 8P at i ent s bel i eve in

competence, but urge that biomedical care is insufficient on its &®Ratients desire HCPs to
be empathetic and open in their commigation. Patients note that, when given permission to
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suffer, they feel their needs and experiences are being validated. HCPs who allow patients to be
vulnerable leads to trusting relationships, and without this connection, patients feel lonely and
frustrated!®*Par ent s report unmet need for their ch
psychological counselling because such services were unavailable at their local%linics.

oSome providers go the extra mile while others seem to do the bare nammiRespect

and dignity are important and looking beyond the ailment to the person. A good listent

¢KSe& | Oldzr tfe fAa&adSyudginentalgThey éctudllg aizxiege toad |

KSfL)] 82dzd 2 KSNBlI&a a2YS 27 (KEE KiKNGRR TN

odzi GKSNBEQa y2 NILLRNIZ YR F &§AG 2F |
—Kuluski, 2013

Relatedly, patients express a desire for HCPs to bguagmental and provide thoughtful care
by being supportive andffering preventive supports, advocating for patients within the health
care system, and being compassionate, honest and making time for their patiéfatients
who are LGBTQ, vulnerably housed, and Indigenous all desire culturally sensitive andiaigorop
care. Fear of stigmatization affect willingness to access care andisglise relevant parts of

their lives 122

GLOQR fA1S G2 06S OGUNBIFGSR (GKS gl & LINRTF!
accept any special treatment, bugl2 dzt Ry Qi | OOSLIJi & dzoaddl
2T Y& aSEdztAadet

—Furlotte et al., 2016

Patients undergoing cancer treatment highlight a desire for HCPs to have conversations with
them about sexuality, noting they are less likely to initiate thei¢pput if a HCP did, they would

be more likely to talk about #?3 Patients recognize this topic as being important to have in
regular routine procedures. Patients value more forthright communication from providers
around sexual vitality, which is part maintaining a normal life for mariy#12°

L Fa{SR Y& 3JeySoOz2f23Aad o0SF2NB | yR |
having intimate relationships] at the first visit at the cancer centre to the oncologist
and then with a resident in thiamily practice unit. And no one ever followed up with
YSX L 61 &4 RAAIFILIRAYGSREGKIG y202Re 4!
—Fitch et al., 2013
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Mistrust as a consequence of HCP behaviddost ofthe pediatric populatiorand their parents
appear tovalue the expert opinion of HCPspften choosing to defer decisional burdens to
HCP$25 However, some feel thaphysicians withhold treatment optionsnd important
information, or they would notbe willing todiscuss new treaments'26 Most adults living with
chronic conditions do not have high levels of trust in HCPs; for example, some patients do not
trust that hospitals adequately control and manage infectiéiis Smilarly, Indigenous

populations describ&lCPss being togrescriptive or authoritarianmakingt hem f eel “t i r
being told what to dd''?® However, another study highlights that some patients prefer to be
“guided by the health care staff,” where “gui

the opportunity to express their own views?

A

G¢eKSe 1y2¢6 o6KIG GKS@QNX R2Ay3II L FSSi
(mother of 1317-yearold)
—Gutman et al., 2018

-0 GKS K2aLmAdGL 1
Ll2aaroAf AGASaESE
—XKeller et al., 2017
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Wait Times
For parents of youth living with chronic conditioresg, Autism Spectrum Disord¢ASD] wait
times were particularly problemati®arents dislike waiting to seestaff member and to receive
treatment. Additionally, for children living with ASD, wait times are especially challenging given
the sensoryintense environment of health care setting®.Thus, parents propose that medical
urgency not be the only factor detmining access to care and triage; for example, salient-care
relevant issues should be considered that ref
should be fastracked. Cancer patients also find wait times to be a cause of frustration@ed n
a desire for clear information on anticipated wait times for initial treatment and subsequent
surgery/treatment/followup.13° Others living with chronic conditions express they are rarely
considered a priority in hospital setting%.

Interdisciplinay Teams

People living with chronic conditions value having access to interdisciplinary teams with
providers who work to their full scopes of practite 3?13 Patients feel more confident in
understanding their health care needs if they have accessteaim, and appreciate having a
team to speak to postliagnosis3®
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Patients also spoke to the value that teams can offer in clinical settings. Physicians are perceived
as always needing to rush, and as a result of these relationships, patients repbngfee
stigmatized by providers, which causes anxiety and influences their willingness to disclose
symptoms and their treatment choice. Involvement of HCPs other than physicians is one way to
reduce this barrier to care. It is considered to be acceptableatee less time with a physician so

long as it is complemented with more time with another HCP. Fbased environments are

seen to support patiententred relationships and are valuéd*3®

A DESIRE FOR INFORMATION ON RESOURCES AVAILABLE AND HOWEQ NBZALTH
SYSTEM

Access to Information on Supports and Resources

Patients living with complex chronic conditions value access to information; for example, a care
plan that offers emergency care guidelines, list of HCPs with contact information gtents en

how conditions may deteriorate in crises or over ti#ié Similarly, cancer survivors value
information to understand signs of recurrence or staying well after treatm&hthere are also
difficulties in accessing services (challenges connewtithigorganizations, being put on waitlists,

not understanding eligibility). Patients who are discharged note feeling unprepared, relying on
services identified by wordf-mouth 115138139

d YR SAUGK / NRPKyQas L Ibefdré I§aito hodpifalil diéad f f
OWSYLKI&aAa | RRSR6 3JA2Ay3dx 6SOFdzasS AidQa
K2dzNAR G2 3S4G Ay (G2 aSS a2vYSo2Réx |yR
NRE2YS €2dzQNBE @2YAUAYy3 | yRIE2BEANBNESIRA ¢
GKAY1l GKFO G0KS@QNBE GNRFRZAYy3I LIS2LX S Gl

—Griscti et al., 2016

There is an overall lack of understanding among patients about availability of resources,
treatment options, care trajectory and seviri and service offerings124130.13814nd an
overall feeling that patients receive incomplete information, are rushed, and that some illnesses
may have been diagnosed incorrectly (e.g., bronchitis rather than asth4}Cancer patients
similaly experience informational gaps and note feeling as though questions were never
addressed due to being rushed by H&Pdndigenous youth and parents believe that their
cultural identity impedes their access to needed services and supports. Thereverail ack of
information and resources offered to understand conditions, medication, and side effects. Most
seek emotional and practical support from Elders, but this support is not available at health care
facilities or through formal educatiott!

[]

OMA Ontario Medical AssociatignNAONorth American Observatory 35



d think the clinic should be mandatory because it explains things like, for example
blood clots. | thought blood clots were pieces that would form and break off but the
aK2g &2dz I @ARS2 2F SEFOGfe ¢gKIG GKSi
YAOS AT a42YS2yS ®WSIFNIASNB alARXI &, 2dz
GKNBFGSYyAy3ad 52y Qi g2NNE €F 62dzi Al dé
—Webster, 2015

Patients who enter the hospital without home supports are often unaware that heupports

are available or are waiting for an HCP to connect them to home supports. Some patients express
feelings of abandonment postischarge; for example, rehab services are often short during
hospital stays and patients are unaware of additional rebatyices that may be available in the
community142:143

Constrained Access to Resources

Accesgo resources is challenge fofndigenous patientsiving onreserve for example, limited
access to human resources like physicjardimited access tnecessary supplies such as insulin
pumps as a result of the complexity of government funding forms and physicmwviiingto fill
theseforms28In urban settings with more resourcesatientscriticize the lack of respectful care
for Indigenous ptients. Both cancer survivors and caregivers stated they had received
differential treatment, which perpetuated their silence and limited their access to.t/re

Access to resourcésalsochallenging for populations living in rural and remote locaticsne
patients believe that citgdwelling patients are those who are welllucated are the only people
who are referred to specialistd-14>Overall, cancer patients are satisfied with the health care
system despite perceived gaps and lack of resourcdgerPaiwould like a better understanding
of the disease, prognosis, and treatment plan with a HCP who confirms that patients understand
the information that was just delivered to thefi>14’One patient described having an-patient
who has lived experiece come in and talk to them about their experience was helpful and
offered information around the operation, approach, and what to exgétt.

[]

G¢CKSE@QNS R2Ay3 GKSANI o0Sailded ¢KS@QNB R;
Y2NBE (22f adé
—Melhem, 2017
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Appropriate use of Electronic Health Records and Other Technologies
Patients and caregivers from across life stages see value in both patients and HCPs having access
to health information!*®153 Patients believe they should have accéssnedical information.
Anxiety about medical results is not considered a major concern with only 9.7% of participants
suggesting that it may benxiety provoking®® Although, one study notes that 31.6% of
participants agree or strongly agree that theywd be less likely to get tested for sextually
transmitted infections (STI) if they knew their personal health information would be included in
a provincial databas&?

[]

GL KIFER a2YS ASOSNBE O2YLX AOI GA 2 yweekR dzNJ
fraGSNI L ¢gSyiad G2 aSS Y@ YSRAOIE 2y02f ;
2 KSy KS ¢gSyia G2 €221 AG dz2LJ Ay GKS ae;
the system yet. | mean, my medical oncologist not being able to access reports wt
FfY2ad RASR u $SS1a” 322 tA1S (KIGQ&

—FEasley et al., 2@l

A DESIRE FOR CHOICE IN TREATMENT, CARE SETTING AND/OR CARE PROVIDER

Care at Home

Patients and caregivers across all life and health stages value-baseglsupports!?4132.138.155
Foryouth living with chronic conditiondiome supports requir@dditional training for families
which canreduce apprehension and foster close relationships between family members and
HCPs. Home visiaso help toengag other members of thefamily and reducedeelingsof
exclusiont>®

For some, bmecareis abetter location for hemodialysi¥* Forothers, it is a more affordable
alternativeto livingin longterm care, with the cossharing aspect of facilitpased longerm

care being described as unaffordaBBf Toronto Local Health Integration Networks (LHINS)
Telehomecare program is helpful to patients as it allows people the opportunity to manage
conditions in a home settintp®
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G ¢ KS LINE 3 Niotfier the opdrtulits to recover in the comfort of her home
This was a major contributor to her recovery. It was also a great relief and support
a caregiver to be able to recognize and control potential crisis/anxiety with this
condition”

—Barbita et al., 201

While homebased support is considered a positive aspect of the health care system, patients
and caregivers note some areas of concern. For example, patients express that HCPs should be
required to participate in sexual and mger diversity training for home workers and
companiest?? Additionally, patients highlight the challenges of having a lack of consist homecare
providers, noting that this often becomes overwhelming and adds to responsibilities rather than
alleviates themCaregivers who felt that they had to educate or supervise homecare staff are
more likely to refuse assistané&

Caregivers and Patients as Partners in Care

Patients and caregivers who felt as though they were a member ofcéne team see the
experience as positive and their contribution valued. Patients and caregivers become increasingly
frustrated when kept in the dark!4116.15’Family centred approaches are appreciated and seen

as necessary. HCPs should listen to parents and carsginer recognize them as partners in
care, as developing a targeted and comprehensive care plan cannot be accomplished without
feedback from family or caregivete 135140157 .

They did it [familycentered approach] for my liver transplant, but not fay stroke,

where my wife fell into a depressién.
—Rochette, 2014

There is an overall desire for more involvement in health care decisions, supporting access to
mental health care, and focusing on quality of life. Reciprocal exchamgeastant; caregivers

fill in health system gaps and can offer information guidance, problem solving, resources, and
accompaniment. Patients and caregivers believe these qualities are important and should be
valued by HCP45133,158
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Relatedly, caregive and older adults note a desire for caregiver supports that facilitate
socialization including opportunities toengage in social activities and leisutteat foster
communityengagemenand interpersonal relationship'$®

Online Care and Support

While faceto-face support is almost always preferred, online supports are a positive alternative
that can bridge care gaps (particularly for those in rural communit@€thers highlight their
desire to have online support groups, online access totwoghy and relevant health
information (i.e., how to treat highs and lows of glucose levéfsynline access to necessary
medical equipment , and the ability to make medical appointments online and communicate via
text messageé>

Use of technologieand access to medical information is clearly desired among patients, but
there are concerns around the lack of integration of medical information, which is believed to
cause redundancies and delayed access to sertiées.

A DESIRE FOR HOLISTIC CARE @NIMEDICAL SUPPORTS TO OVERCOME BARRIERS TO
ACCESSING CARE

Spiritual elements of health care are lacking within the health care system. For persons diagnosed
with cancer, spiritual care is a necessary component to comprehensive care. Basic spiritual care
could be provided by all members of the care team. A lack of spiritual support can be associated
with HCPs tendency to conflate spirituality with religion. One suggestion is to incorporate nature
within cancer centres to enhance spiritual wiedling 161

A DESIRE FOR CAREORDINATION AND CARE CONTINUITY

Care Transitions

Transitions, primarily from hospital to home, is highlighted as a great challenge for patients and
caregivers. The challenges around care setting transition relate to lingtemhnels of
communication and limited understanding of what to expect pdischarget?11“Patients want

to have discharge meetings that are meaningful, stressing dstharge meetings are only
helpful if they are not rushed and involve patient engagaand planning''? Another study
notes that even with comprehensive discharge plans (that consider the whole person), people
still experience problems once they return home and start to access and receive seftfices
Parents underscore the value of having accessible channels of communicatiedisub&tirge.

With this support, parents do not feel overwineed or the need to rush back to the hospitét.

In terms of pediatrigo-adult care transition, there are differences among youth and their
caregivers with respect to youth transitioning into the adult health care system. Youth feel they
are able to inépendently manage their health needs and report increasedmaliagement
during the transition. By contrast, parents feel there should be a more gradual and balanced
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transition from youthto-adult health systems and that 18 years of age is too young for
adolescent patients to be making independent decisions about their ¥°a#€3

Need for A Navigator Role due to a Lack of Systerro@bnation

Patients living with chronic conditions and their caregivers express displeasure with the overall
lack of ceordination and continuity in information within the health care systét®'®4 This
overall lack of cardination has left caregivers;115118.153.164.165jrst Nations and Métis
women8and other patients feeling as though they are responsible for mawggtieir own care

and navigating the larger health care system, which can be an overwhelming fééRaients
suggest that if providers are connected to each other, this would likely improve the burden of
navigation experienced by patients and caregivers. HCPs are seen to be lacking a knowledge on
what services are offered in their communities (i.e., mseiling servicesP Similarly, patients
discuss that seeing many providers often results in contradictory advice and inconsistent service
provision, which passes responsibility onto the pati&fitin these cases, patients feel like
providers arealways passi ng't he buck."”

G!'yR GKSy |ff 2F | &dzZRRSYy w3ISySiAoda
€2dz KF@S G2 RSFHf 6AGK @&2dz2NJ LISRAL NR O,
Every time | ask him for a referral or something, OF y Qi R2 Al ® ¢K
aLISOALFEfAAG KIFa G2 R2 Al ¢KS@& KI @S G
somebody elsé.

—Baumbusch et al., 2018

For patients in the cancer care system, those who had an oncology nurggatwafelt this role

to be vital!?° Others who did not receive navigator support suggest that a navigator would be a
pivotal aspect to their care by assisting patients at point of treatment entry and throughout the
treatment process, offering contact dag times of uncertainty (i.e., transitions in care), offering
various modes of communication (i.e., email, telephone calls,-tadace meetings, text
messages), and providing useful information regarding other resources that may be helpful to
patientsand caregivers (i.e., financial support, transportation trijg8y:32.138
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Palliative Care

Within the palliative care literature there were 12 articles. Most of these articles focused on
adult, older adult and caregiver populations, and only one focused on rural and remote and
Indigenous populationsSpecific similarities and differences in thesnacross life stages within

the palliative care population are presented below.

A DESIRE FOR PERSONALIZED (PEESIORED) CARE

Relational Connectedness and Empathetic Support

Patients and caregivergalueconsistent relationshipg/ith HCPs. These relationships allow trust
to build overtime. This aligns with a desire foramalinated care and continuity in care. Strong
relationships arebuilt through the HC P use of eye contactin communication with
patients/caregiversand HCPgivingpatientd caregivergheir full and undividedattention when
engaging with themCommunicatian and engagementlo not need to be long butloesrequire

an element ofmeaningful angersonableconnection. In the final days ofdifcaregivers express
not wanting to have the longtanding team that had been working with them to be replaced by
specialized provider¥®

A DESIRE FOR INFORMATION ON RESOURCES AVAILABLE AND HOW TO NAVIGATE THE HEAL
SYSTEM

Knowledge andnformation Sharing

The need for better kowledge and information sharing was present across identifiegtages.

It was clear that patients respect direct and clear communication that is informative so they are

able to make clear care decisions and understand care trajectories and what to expect over the
course of an illness, or at the very least, whoc@l or what to do in an emergené$/168

I nformation should be shared with families anc
and desiring a shared decistomaking relationship, open communication, proper care co
ordination and followup.'®® The idea of candid communication that involves empathy and

respect was highlighted by both patients and caregivers. .

GLF | R20G2N) K2y Saidte oStAS@Sa GKFG |
LJ2&aAo fe f A0S GSNEB YdzOK f2y3ISNE GKSYy
f2214a | iK2dzaK 6SQ@S ozv:eyouascmrrﬂbsablsw

Fa LJ2a a)\ofSZ YIE1S &2dzNJ 32Ay 3 2dzi | &

>80 years old, nenancer diagnosis)
—AbdutRazzak et al., 2014)
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A DESIRE FOR CHOICE IN TREATMENT, CARE SETTING, AND/OR CARE PROVIDER

Palliative Care at Home

G | I @ paflidtivelcare program allows for that community to bring their loved
2ySQa K2YSI (2 RAS 6KSNB (G(KSe& 6SNB o6
is the one thing that is key, to be born on the territory and to pass away on the
territory. Having a plliative care program helps them to feel comfortable leaving the
K2ZaLIAGlIf ®é o6002YYdzyAide FFOATAGEG2ND
—Kelley et al., 2018

The desire to havepalliative care at homevas solely expressed by rural and remote living
Indigenous geriatric populations. There was a desire presented among this population to have
access to local services that was appropriate to their needs (particularly for the Indigenous
communities)t69
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Findings across Health Stages

A theme was generated if was identified within two or more of the health stages. Table 1
summarizes the key themes identified by health stagestsonalized care and information
followed by holistic care were the thraaost salient themesyith the majority of health stages
identifying theseas importantaspects of the healtbare system.

HEALTH STAGE

OMA Ontario Medical AssociatignNAONorth American Observatory

. Mental & . : L
Walking N Acute Life Chronic | Palliative
Cognitive . n
Well Threatening| Conditions Care
Health

Personalized Care n n n n n
0 .
s Information n n n n n
L
E Choice n n n n
o L
Z Holistic Care and
& Non-Medical n n n n
S Supports
o
g Coordinated
© Care and

Continuity of s L L
Care
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Table Zhighlights the nuances of the overlapping thefipersonalized care The walking well,

those living withmental and cognitive illnesses and those with chronic conditions all saw value
in personalized care that was naliscriminatory. Those with acute lHéreatening illnesses,
chronic conditions, and those in palliative care all saw the value of having personalized care that
was compassionate, empathetic and rprdlgmental. There were three consequences, identified
within the literature, associated withace that was not personalized. For example, the walking
well, those living with mental and cognitive illnessesl thoselivingwith acute lifethreatening
illnesses would avoid care as a resultcafe not being personalizear culturally sensitive

HEALTH STAGE

Mental &

Walking . Acute Life Chronic Palliative
Cognitive . .
Well Threatening | Conditions Care
Health
HCP and health system awarene
of transidentity in policy and n n

practice

Non-discriminatory HCPs for
cultural and social groups (aging n n n
Indigenous, immigrants, LGBT)

Culturally appropriate procedures
(privacy when undressing)

Tailored services for immigrant

populations
Interpreters andranslation services n
HCPs initiating discussion of ron
physical needs (emotional and n n
psychological)

HCPs initiative discussion about
sexuality

Personalized Care

OVERLAPPING THEME

Wait times reflect that care is not|
personcentred

Compassionate, empathetic and
nonjudgmental care and n n n
communication by HCPs

Interdisciplinary care valued n n

Consequence: Care avoidance n n n

Consequence: Difficulty accessin
medical care

Consequence: Mistrust in HCPs
and health system
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Table Jbelow highlights that all health stages value a heatire systenthat provides, shares or

offers access to valuable information. Namely, the walking well, those living with mental and

cognitive health ilinesses, those with acuteifegeatening ilinesses anthose living withchronic
conditions all valueHCPsvho have knowledge ofind an understanding aroun@ommunity

based resources. Another area of overlap among the walking well, those living with acute life

threatening illnesses, chronic conditions and those who are palliagg\eound a desire to have
a clearcare outline ard information to understand disease trajectory and possible therapy
complications.

OVERLAPPING THEME

Information

Tables

Walking
Well

Mental &
Cognitive
Health

HEALTH STAGE

Acute Life
Threatening

Chronic
Conditions

Palliative
Care

HCPknowledge deficits around communibased
resources

3

Mental health resources and programming

Health information easier to obtain in
country of origin

Difficulties navigating health system due to poor
information exchange

Challenges understanding online information
around insurance options

Medical coverage and funding options

Information in multiple languages

Interest in understanding disease trajectory and
therapy complications

(=]

Multiple sources of information (e.g. online, video
would be helpful (beyond oral)

Challenges filling out funding applications

[

Health information often sought outside health
system (friends, family, online)

HCP gaps in transition knowledge
(pediatricto-adult care)

Gaps around care/ER discharge procedures/ planr|

==

Dissemination of counselling information should
happen early

Content with counselling services

Emergency Room default care setting when othe
options not presented

Perceived differences in urban vs. rural
access to specialists

==

Access to personal electronic health information

3

Shared decisiomaking important
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Table 4presents a detailed portrayal of what the thenie ho i“d @0 k e d

i ke

stages. The most common desired choice was to have a choice for fd@Bienong the walking
well, those living with mental and cognitiiessesand thoselivingwith acute lifethreatening
illneses

HEALTH STAGE

OMA Ontario Medical AssociatignNAONorth American Observatory

. Mental & . . o
Walking Coanitive Acute Life Chronic Palliative
Well g Threatening | Conditions Care
Health
Vaccination n n
Screening n n
Use of natural healtiproducts n
Engagement in health N
prevention programs N
Medically assisted death n
Expanded delivery and use | N
private services -
Visiting a pharmacist for
treatment L
- Indigenous HCPs n
Z ®
E 3 Female HCPs n n n
d=
<
n_:' © Birth centres n
I
3 Midwifery care n n
Mother-only services n
Seeking care in the commun
. . n n
(non-hospital settings) - -
Companionship during medic 0
appointments -
Caregivers as partners in ca n n
Onlineservices and support N N
groups - N
Homebased care and suppol
: . n n
(including telehome care) - -
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Table 5 summarizes the key findings across health stages as it telai@® that is holistic and
non-medical in nature. The two most commetements of this overarching theme relate to an
appreciation of universal healtltare as well as the financial challenges that people can
experience around services that are considetedn-essential ”

HEALTH STAGE

. M | . . -
Table 5 Walking anrtﬁti\i Acute Life Chronic Palliative
Well 9 Threatening | Conditions Care
Health
Universal healtltare appreciated n n n n
Extending coverage for pharmaceuticals n n
Extending coverage faye care n
Extending coverage for dentistry n
Extending coverage for home visits n
I Extending coverage for mental heatthre n
8_ Preference for noftWestern medicines
g % (traditional Chinese, natural) a
(99}
IjI:J © Financiabifficulties (exhausting noessential
— Q n n n n
] coverage)
(ZD )
o % Complicated, timeconsuming referral process n n
o P
i -8 Finding a suitable provider is a challenge n n
x @
I'|>J % Long waitimes to access a specialist n
ol O
o Long waitimes in emergency n
7
E Addressing root cause (not patchwork solutior, n n
Spiritual care and support n
Care should focus on SDOH (transportation) n
Care should focus on SDOH (family issues) n
Care should focus on SDQtditrition/exercise N
programs) -
Care should focus on SDOH (education) n
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Table 6presents findings around desire for“co-ordinated caré and “care continuity The
primary element of this theme that related to all five of the health stagesavadasire to havan
ongoing relationship withHCPgcontinuity of relationships).

HEALTH STAGE

. Mental & . . -
Table 6 Walking | " . | Acutelife Chronic | Palliative
Well Hgalth Threatening | Conditions Care
Ongoing relationship
© with HCP L L L L L
8
5 Coordinated transition
'-'EJ 2 | process (pediatri¢o-adult n n
w =)
o = care)
. S . "
10 8 Coordinatedtransition 0
E o process (hospital to home) -
o @©
< % Consequence: Parents ani
T o caregivers are system n
(>) D navigators
o
'-E Consequence: Gaps in N
2 information -
O
Consequence: Stress amolt N
caregivers and parents -
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Table 7 Comparing Desires of tHealth System for each Health Stage

Walking well Mental/Cognitive Acute Lnfe Chronic Health Palliative
Health Threatening Care
- Treat all patients - Offer emotional - More female - Provide - Provide
equitably (do not support physicians empathetic care empathetic
discriminate based - Demonstrate - Communication | (validate patient care (eye
on income, prior sympathy, in native experiences) contact by
history of crime, compassion and language - Provide culturally | HCP, full
sexual identity, understanding of - Compassionate | sensitive care engagement
Indigenous status) patient’ s presentation of - Initiate sensitive | during clinical
W - Ask about sexual - Undergo training in | information topics (sexuality) encounters)
a4 identity early on trans identities, how | about diseas - Address spiritual | - Timely and
5 - Undergo training in | to pick up orsuicidal | and therapy care and spiritual | consistent
8 non-discriminatory behaviours, and discomforts well-being follow-up
N practices around Indigenous addictions - Involve unpaid
3:' Indigenous health - Cut out referral caregivers in health
Z care delivery processes that care ckcisions
8 - Tailored services contribute to long - Less sensory
% that address specific | wait times for intense emergency
o needs of immigrants | specialized services rooms (lights)
(e.g., specikclinics,
health education,
awareness forums)
- Ensure care remains
confidential
> 1 People need follovwup.78.125
o 1 1 will notaccept substandard treatment because of my sexuélity.
j 1 Family centred approach is necessary when your life is falling apart and when sexual health is a
=) concernlzs140
et T When | am waiting it feels i ke myareundtfront cénic ko
. clinic when | am sick, very sick to find someone who will také“tfe.
= fT As a newcomer or someone who doesn’t speak

other health care providers who speak my language, oneatagho speaks another language is alwa

busy so | would like other health care providers who also speak that language.
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- Interpreters /
interpretive services
- Online information
around health
insurance and health
care rights

- lllustrative, video
based information in
traditional languages
- Information on
mental health
resources and
communitybased
services and

-Early dissemination
of information on
counselling services
- Webbased mental
health resources and
contact with online
professional

- Information on how
to navigate health
system

- Plain language
resources in multiple
languages, large
print, and on multple

- Information

transparency (i.e.

around potential
discomforts and
side-effects
associated with
medicine or
therapy)

- Information on
community
supports

- Information on
how to navigate
health system

- Information on
wait times for
initial and
subsequent
treatments

- Information on
community services
(e.g., counselling)
- Information on
care planning (HCP
contact
information, how
condtion may
deteriorate over

- Information
on course of
illness

- Information
should be
shared with
families and
patients

S programming forms of media - Improved time, guidelines
'<T: - Information on information when visiting the
E navigating the health sharing at emergency room)
8 system (referral discharge (what | - Postdischarge
Z process, expenses, to expect when information

applications for patients return - Modes of

disability tinding) home) communication

- Information (email, telephone,

transparency text)

(patients want to - Information on

know the benefits of non-medical

prescribed resources (financial

screening, and support,

rationale for primary transportation)

care provi - Access to an

referral to a interdiscplinary

specialist) team with

knowledge of
patient history

« I don’t want to just be asked if | knwhatitig ie u i
N3 L tpeas . . . . -
N the responsibilities of health care providers to offer pamphlets and information to patients and familig
w3 and it is the patients and families responsibilities to read the informadtéf? 171
et I would like to fully be taught the conseences and benefits of different health care decisions | might
N make90,103,172
= I like to be included in health care processes and decisions (family members and patients) and if | a

| would like my provider to be honest with me about what that lollkes.88.167
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- Alternative treatment modalities (natural health products)

- Early intervention programs for infants (e.g., nutrition interventions)

O - Medically assisted death as a viable treatment option for patients faningnent death
% - Expanding scope of practice of pharmacists
) - More birth centres and availability of public funding for midwives
- Move childhood vaccines into the community (schools)
- Expand delivery of private services
- Specialized - More home -Expanding
;x psychiatrists and based supports to| palliative
s midwives manage chronic | care at
> - Case managers to €0 conditions in home for
«N - . .
o | want to learn low to ordlpate serwce§ homg setting rural .
) make | ndi a available for children - Online support | populations
3 | want a doctor who visits| Supportlv_e groups to bridge
= accompaniment care gaps
= someone at | (companionship) durin Recognizin
et best way is for it to be P P 9 d g
medical appointments caregivers as
iy done at the

for the continuity to die

- Communitybased

partners in care

5 . .
where they were screening pragtlces
(e.g., community

born.49,70,169
centres andapartment
complexes)

- Expanded coverage of natural health products, pharmaceuticals, eye care, dentistry, disability fund
- Subsidies for nutritious foods for infants
- Reimbursing rural physician home visits

HOLISTIC CARE AND N@BEDICAL SUPPORT

o

s

i I dwant to become a “suicide mdheyaenrll nfeandtwould likei
other concerns like family, finances, my own caregiving duties to be considered with my overallfh&alt

-

Re]
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- Ongoing relationship with
HCP important to disclose
mental health concerns

- Continuity (same) nurses
and HCPs

- Improved ceordination of
care during care transition

COORDINATED CARE AND CONTINUITARE

- HCPs should not|
contradict one
another

- Discharge
meetings should
involve engagemen
and planning

- Continuity in
homecare providers
- Emergency room
triage navigator

-Continuity
in health
care team
during final
days

TS

{atl

L

a

I would like somebody to work with me or rdgughter between each service and let me know that they,
are all here and working as a team. It makes me feel more comfortable and relaxed because they all
to a common conclusion that is for me and my ben&h
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Discussion

The purpose of this review was: 1) to identify the gamut of patient and caregiver perspectives of
the Canadi an heal t h sigcldedthair needd) ealues, pfefprencesgnd ct i v
experiencegwhether positive or negativg; and 2) to thematicdly organize these perspectives
based on patient s’ (imadudingtcanegiwetslage and | i fe stag

The typology we used for organizing perspectives of the health system implicitly assumes that
there should be differencem the needs, values and preferendestweenvarious health and life
stagesindeed, @ross both health and life stages, we natgortant differencesn how each of

the five themes are interpreted hyyatients and caregivers

In summary, we present commdahemes asdesires of the health systenacrosshealth stages.
These themes include: a desire for choice in treatment, care setting and/or care provider;
personalized (persceuentred) care; information on resources available and how to navigate the
system; holistic care and nemedical supports to overcome barriers to accessing care; and care
co-ordination and care continuityAlthough each theme is shared by at least two health stages
(Table 1), there araoteworthy differences in the interpretation ohesethemes (Table ).

Thedesire for personalized caras a common themacross all healtandlife stages. However,

the meaning opersonalized care differg.or the walking well, personalized care is fairly broad,
representing patient respect, prading care in the preferred language, provider awareness about
the needs of vulnerable populations, and delivery of car ttonsiders bottsocial and medical
needs. Patients and caregivers consistently identified a desire for care that is holistic,
individualized, and culturally competent. Since care avoidance was often attributed to a fear of
being stigmatized or judged, patients saw value in HCPs receiving diversity tr@nitige other
hand, for the palliative care group, personalized care represdiresct interaction with care
HCPs, and compassionate, empathetic and-juolgmental communication by HCPs.

All thehealthand life stagegxpressed desire for informationand specifically a desire for HCP

to have an understanding about the available resources beyond the hospital walls. However,
perspectives around what information to receive and how best to receive it varied across the
health stagesinformation about funihg was particularly important for the walking well group.
Availability of online resources was perceived as important by the walking well group and the
mental health and addictiagroups. Being given theecessarynformation in order to make an
informed decision was underscored by the walking well and palliative care gréugesire for
information before making a decision was perceived to be relevant for less sensitive decisions
(the decision to get screened or receive a vaccination) as well as mus#ige decisions (those
related to end of life).
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An ability to choosewas desired amongll health stages. The walking well groexpressed the
needto be able to choose in all aspects of healtre(e.g, vaccination, screening, healttare
providers care setting and treatment optiohsodality). Groups who have a more prolonged
course of illnesémental health and addiction, chronic disease and palliative)agished to have
choice in areas related tihe involvement ottheir caregiversand which cee setting to receive
care.

Adesire for holistic care that includes nemedical supportdo overcome barriers to accessing
care. Theelationship between HCPs and patiemasimportant to thoseacrossall healthstages.
Desires of HCPs were descrilpagsitively in some casepresented byhe trusting relationship
that patients(namely older patientsand caregivers have with theaitCPsHowever, some areas
of improvement were alsemphasizedFor example, the ability of thdCP40 communicate in

a way that iseasy to understancdby pati ent s, respectreatment pati e
preferences, being nejudgmental, allowing more time to listen to patients, treating patients as
persons by attending to their social needs and helping patibatter navigate the healthcare
system(discussing next steps, available resources, and treatment optidimss highlights the
needfor new strategies to be included in medical education that can endlBso better meet
patient needs and expectations.

Coordinated, continuous caravas an important theme across akalth stages.A continuous
relationship with the same primary care provider was important foha#llth stages particularly
given their critical role athe gatekeepers and the first point of contact with the heattre
system Additionally for the two stages who ofte receivecare from more than ondHCP—
chronic conditions and mental health and addictiers-ordinated transitions across various
care setting wasonsidered to be vital

Our approach to assessing and analyzing the available literature was unique ihitivaived

comparing similarities and differences both within and across health and life stages. This work
brings together a breadth of literature focusing on a variety of populations accessing a broad
range of services. As such, this work expands upenipus works as it goes beyond specific

target populations or specific care settingfs'l n addi ti on, our inclusion
a gap within the literature that rarely speaks to consumers who are not vulnerable or medically
complex.

2McKenna2018). Are weexpecting too much from the NH®2trieved fromhttps://www.kingsfund.org.uk/sites/default/files/2018

06/NHS at 70 are we expedjintoo_much from the NHS.pdf

3Wenzel & Jabb4P016). The user feedback in maternity services. Retrieved from

https://www.kingsfund.org.uk/sites/default/files/field/field publication file/User feedback maternity Kings Fund Oct 2016.pdf

4Raleigh,etaf 2015) . Patients’ e x p e r atrieveccfremhtps:/wuve. kinggundhoo sikgpiuttiications/pagients i c e s . R
experienceusinghospitatservices
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https://www.kingsfund.org.uk/publications/patients-experience-using-hospital-services
https://www.kingsfund.org.uk/publications/patients-experience-using-hospital-services

Strategies to redesign the health system with current or future users in mind should not be
one-sizefits-all. For example, the walking well population may have similar desires of the health
system as persons living with chronic illness, but how thessrels are interpreted differs
between these health stages. Furthermore, we attempt to include positive perspectives of the
health system. While such perspectives are not as salient as negative perspectives in our findings,
these are important to highlighto avoid reinventing aspects of the health system that are
currently succeeding as perceived by patients and caregivers.
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Conclusion

This review identifies a range of patient and caregiver preferences in how the Canadian health
care system could bénaped or reshaped. We identified five common desires that are consistent
across health and life stages. However, these themes were expressed with subtle nuances
between them and therefore may have different implications for how the health system should
be shaped or reshaped, for different target populations.

Many of the desires echo features of successful integrated patientred care model$’2173At
the forefront of integrated care models are the rddié needs of patients and caregivers. Health
sysems across many provinces/territories in Canadaadréhe cusp of changewith integrated
care at the forefront of the health policy agenda.

In Ontario, for example, we are seeing efforts towartkgrated carethrough the development

of OntarioHealth Teams which intend to bridge the gap between various sectors of the health
system including home care. Improving care navigation by linking patients discharged from
hospitals to community service groups, engaging patients and caregivers in hetdtim glesign,
improving access to virtual care options for patients, and connecting teams of providers and
services to patients and families in the commuhity"Sis desired by patients and health systems.
Certainly, findings from this review are timelg provinces like Ontario continue to make strides
toward a more integrated, patient/caregivdocused model of health service delivery.
Specifically, these findings could be used to support the implementation and development of
care models through:

1. Plannng improved understanding of the detailed experiences and preferences of a
variety of target populations.Additionally, dependent upon the selected priority
population, this study could inform which partners to include as part of the integrated
care team.

2. Patient Involvement offering insight into the diversity of patient views across population
groups and inform patient engagement efforts.

3. Quality Improvement Metrics and Evaluation: informing the development of metrics
that reflect the desires and prefences of patients and caregivers.

4. Targeting Investments identifying areas for investment that are relevant to, and
important for, a variety of target populations.
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AppendixA: Search Terms

Patients:
-Patient*
-Client*
-Consumer*
-User*
-Inpatient
-Outpatient

Caregivers:
-Carer
-Carenear/2
partner

-Unpaid car*
-Nonpaid car*
-Family car*
-Informal car*
-Non-professional
car*

-Voluntary car*
-Parent car*
-Guardian
-Person most
knowledgeable
-Spousal car*
-Spousal support
-Young car*
-Child car*

Population or Problem

Life Health (Medical)
(Biological) stage:
stage:

-Healthy
-Pediatric/ -Walking well
Infant -Able, ablebodied

Children/Child
/Adolescent/
Youth/Schoal
aged

-Young Adult

-Adult/Middle
Aged

-Older Adult
/Elder/Senior/
Aged/
Geriatric

-Chronic* ill* OR
disease

-Acute life
threatening

-Acute nonlife
threatening
-Terminal, terminally
ill

-Comorbid,
multimorbid
-Persons with mental
illness

-Persons with
addiction

-Persons living with
cognitive deficits,
cognitively impaired
-Disabled

-Frail

-Palliative

-Hospitalized
-Institutionalized,
non-community
dwelling
-Community
dwelling/homebound
-Dependent
-Independent
-Convalescent
Recovering

Social
Status(sub

populations):

-Vulnerable
-Marginalized
-Immigrant
-Newcomer
-Refugee
-LGBT
-Homeless
-Veteran
-Ethnic minority
-Substance
user/abuser
-Unemployed

Interest

-Perceptions

-Expectations
-Preferences
-Perspectives
-Opinions/
Views
-Notions
-Satisfaction
-Attitudes
-Understanding
/ Knowledge
-Dispositions
-Reactions
-Experiences

Context

GeographyCanada

General
-Heathcare
-Health care
-Medical care
-Health care system
-Health near/1
system
-Medicare,
coverage
-Health care
delivery

Carecontext
-Medical Care
-Primary Care
-Secondary,
Specialty Care
-Tertiary Care
-Quaternary Care
-Hospital Care
-Ambulatory Care
-Community, Home
Care

-Assisted living
-Institutional, long
term, nursing
home, residential
care

-Palliative care
-Hospice, enebf-
life care
-Transitional care
-Nursing care
-Allied health care
-Rehabilitation,
rehabilitative care
-Virtual, mobile
health care

Others

-Drug therapy, drug
coverage
-Diagnostic services

(imaging)
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Appendix B: Search Strategy

# A Searches Results
|1 ("patient™ or "client*" or "consumer™" or "user™ or "inpatient™ or "outpatient™").tw,kf. 6327368
12 exp'patients"/ or exp "clients"/ or exp "consumers"/ or exp "users"/ or exp "inpatients"/ or exp “outpatients'/ 60940
3 o2 6342453
14 ("unpaid car™ or "nonpaid car™ or *family car*" or "informal car™ or "non-professional car™ or "voluntary car™® or "parent” car™ or "spous® car*” or 81197

"spous® support™ or "young car™ or "child car™ or "carer™ or "caregiver™ or "guardian” or "person most knowledgeable").tw kf.
| 5 expCaregivers/ 3272
| 6 dorb 89526
| 7 ("healthy" or "walking well" or "able-bod*" or "able" or "chronic® ilI™" or "chronic disease” or "acute life threatening” or "acute non-life threatening® or 3607449
“terminal” il** or "terminal” or "comorbid” or "co-morbid” or "multimorbid" or *multi-morbid® or "mental® iI*" or "addict™ or "cognitiv* impair™ or
"disabled” or "frail® or "palliative” or "dependent” or "independent” or "convalescent” or "recovering”).tw ki,
1B exphealthy®/ or exp "walking well*/ or exp "able bodied"/ or exp “disabled"/ or exp "chronically IlI*/ or exp "acute life threatening®/ or exp "acute 315754
non-life threatening®/ or exp “terminally ill*/ or exp "comorbid®/ or exp "multimorbid®/ or exp "mentally ill*/ or exp "addict"/ or exp "cognitively
Impaired"/ or exp "frail*/ or exp "palliative”/ or exp "dependent”/ or exp "independent"/ or exp "convalescent"/ or exp “recovering"/
9 Tor8 3862863
| 10 3JorBor9 9079380
| 11 ("Perception™ or "Expectation™ or "Preferences” or "Perspective™ or "Opinion™ or "View*" or "Notion™* or "Satisfaction” or "Attitude™ or 4114913
"Understanding"” or "Knowledge of" or "Knowledge" or "Disposition™ or "Reaction™ or "Experience™).tw,kf.
| 12 "Canada’.twkf. 75537
| 13 ("Healthcare" or "Health care” or "Medical care” or "Health care system" or "Healthcare system” or "Health near/1 system”).tw,kf. 526683
T 14 exp "healthcare'/ or exp "health care"/ or exp "medical care"/ or exp "health care system'/ or exp "health system"/ 988683
| 15 13or14 1321662
| 16 10and 11and 12and 15 4922
~| 17 limit 16 to {english language and yr="2013 -Current" and english and (comparative study or government publications or journal article or 2232
observational study or personal narratives or "review" or systematic reviews or technical report])
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Appendix CPRISMA Flow Diagram

Records identified through database searching

Records excluded after
titlefabstract screening
(n=4,127)

£ (n=12,341)
‘ﬁ OVID Medline 10,950; CINAHL 791; EMBASE 165; PsycINFO 435)
&
L o
c
[
= ¥
Records after duplicates removed
— (n=4,578)
o
[
c
o
L
(%]
(73]
Records screened
— (n=4,578) >
E‘ L
Tu% Full-text articles assessed
i for eligibility >
(n=451)
A ¥
T Studies included in
3 synthesis
E (n=193)

Full-text articles excluded,
with reasons
(n =258)

¢ Full-text could not be located

¢+ Health care providers [HCPs) are
study subjects {not patients or
caregivers), and/ar, unable to
distinguish results between HCPs,
patients and/or caregivers.
Systematic/scoping reviews of
data older than 2013

RCTs, protocols, and cross-
sectional analyses did not present
findings on what health system
should look like

Article was about perceptions of
personal health behaviours and
health management, not what
health system should look like
Article focussed on a sample of
one individual (personal
narrative), which opportunities to
make meaningful/discernable
generalizations about the health
system for this study

Articles on community health
were about healthy communities,
not community health as a sector
of health care delivery
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Appendix D: Summary of Articles

Author Year Study Location  Study Aim
Abdut 2016 Hamilton, Ontario The objective of this study was to understand
Razzak et al and Calgary, patient perspectives on physician behaviours tha
Alberta (3 help or hinder EOL communication.
academic tertiary
hospitals)
Abdut 2014 Hamilton, Ontario The objective of this qualitative study is to
Razzak et al and Calgary, understand patienperspectives on physician
Alberta 3 behaviours during EOL communication. The rest
Canadian are intended to provide practical knowledge and
academictertiary i nsi ght s that can be i
hospitals) clinical practice.
Abelson et 2018 Ontario, Canada Addressing gaps in curreavidence on
al mammography/questions about the net benefits
organized screening, about women's current
screening practices, knowledge, attitudes and
values toward screening to support informed
decision making in this area.
Abelson et 2018 Ontario,Caada Capture citizens’ per s
al mammography screening, and hew best support

informed decisiormaking within the context of
organized screening programs.

Adams et al 2013

Ontario, Canada
Hospital for Sick

Understand theusefulness and desired content of
comprehensive care plans by exploring the

Children perceptions of parents and HCPs of CMC.
Albrecht et 2017 Edmonton, Describe caregivers’' €
al Alberta and identify their infomation needs, preferences,
(specialized and priorities.

pediatric ED)

Aragon et al 2013

British Columbia,
Canada

Understand the perspectives of women, health
care providers, and support persons regarding tt
use of birth plans.

Ashworth et 2018
al

Canada

Aims to identify the factcs affecting Aboriginal
peoples' attitudes toward and experiences in
accessing oral health services in Canada in an
attempt to contribute to the discussion of how or:
health professionals can better support this
population's oral health.
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Aston etal 2014 Canada

Better understand the personal, social, and

institutional hospital experiences of children with
IDs, their parents, and the nurses who cared for
them (focus on relationships and how participant
interacted with others in the hospital including
health-care professionals, clients, and family
members).

Bainbridge etal 2017

Ontario, Canada

Assess the usefulness of qualitative surve
data for quality improvement.

Bainbridge etal 2018

Ontario, Canada
(22 hospices)

Capture theend-of-life care experiences
across various settings from bereaved
caregivers of individuals who died in
residential hospice.

Ballantyne, M. et 2015
al

Calgary, Alberta
and Hamilton,
Ontario

Investigate the barriers and facilitators to
attendance at Canadn NFU programs

taking into conside
HCPs’ perspectives.

Banner, D. et al 2015

British Columbia,
Canada (2 rural

Examines the qualitative findings from-16
month mixed methods randomized

hospitals) controlled trial examining the inget of a
virtual CRP (VCRP).
Barbita, J. et al 2017 Ontario Highlighting patient and caregiver

perspectives on Telehomecare.

Barnieh, L. et al 2014

Atlantic, British

To synthesize the views Ganadian

Columbia, patients on or nearing dialysis, and those
Ontario, Prairies, who care for them (in order to support
Quebec, treatment decisioAmaking, enhance
Territories, communication, address psychosocial wel
Canada being and improve patient satisfaction).

Barry, A.R. 2018 Burnaby and Determine patients’
Surrey British efficacy, safety and quality of NHPs and tc
Columbia characterize NHP use.

Bauer, G.R. etal 2014

Ontario, Canada

Document the extent of transpecific
negative emergency department (ED)
experiences, and of E&¥oidance.

Baumbusch, J. et 2018
al

Western and
Central Canada
(British Columbia,
Ontario,
Manitoba,
Quebec)

Experiences of parents of children with rai
diseases.
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Benoit, C., et al 2016

St . John
Montréal, QC;
Kitchener
(including
Waterloo and
Canbridge), ON;
Wood Buffalo
(Fort McMurray),
AB; Calgary, AB,;
and Victoria, BC.

Examines unmet healtbare needs of adult
sex workers and investigates whether thei
reasons for not accessing health care are
different from those of other Canadians.

Blanchette, P.S. et 2014

Toronto, Ontario

Describe patients’

al (Princess and expectations toward GTC.
Margaret)

Bombard, Y. etal 2013 Ontario,Canada Expl ore citi zens’ [
values and expectations of personalized
medicine, a timely yet novel genomics
policy issue.

Brazil, K. et al 2014 Ontario, Canada Formal comparisons between the rural an

(Sudbury, Sault

Saint Marie, North
Bay and Timmins)

the urban experience of family caregiving.

Brownlie, E.B. et a 2017

Ontario, Canada

Enhancing youth services addressing
substance use in Ontario.

Brunings, P. etal 2013 British Columbia, Ex pl or e and describ
Canada on quality of HCV healthcare in rural viral
(rural/small urban hepatitis clincs in British Columbia.
areas)

Bungay, V. 2013 Western Canadiar (a) Examine women’ s
inner-city decisionmaking about engagement with
neighbourhood the healthcare system, and (b) Analyze

these experiences within a wider
sociopolitical contexto understand how
these contexts shape health care and
opportunities for health among street
involved women.

Burge, F. et al 2014 Nova Scotia, Examine the relationship between the
Canada location where the decedent received the

majority of careduring their last 30 days of
|l i fe and the inforn
extent of unmet need experienced.
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Bye, A. et al 2016 Nova Scotia, Share one mother’s
Canada story about her journey through the
Canadian health cargystem in Nova Scotie

CableWilliams, B. 2017 Ontario, Canada Identify the influence of the culture in

et al (3 LTC facilities) Canadian longerm care facilities on the
awareness of impending death and
initiation of a palliative approach to care fc
reddents aged 85 years and older.

Carusone, S.C. et 2017 Toronto, Canada Identify gaps in hospital discharge practice

al (Casey House) and design interventions to improve
outcomes.

Coffey, M. et al 2017 Ontario, Canada Explores parent preferences around
disclosure and views on including children

Colpitts, E. etal 2016 Truro (rural) and Offer an overview of the findings of a

Halifax (urban),  scoping review and community

Nova Scotia consultations aimed at developing
strengthsbased approaches to
understanding LGBTQ+ pathways to heall
in Nova Scotia.

Corosky, G.J. et al 2016 Arviat, Nunavut  Generate youtHocused evidence on
experiences of SRHR relating to access tc
care in Arviat in order to better inform
locally authored interventions geared
toward improving youth SRHR.

Dale, C.M.etal 2017 Vancouver To get a better understanding of the need:

General Hospital of Canadian mechaeal ventilatorassisted
(British Columbia). adolescents (VAAS) so as to provide

The Hospital for  transition services responsive to VAAs ani
Sick Children caregiveridentified needs.

(Ontario) and the

Chil dren

of Eastern Ontario

(Ontario)

Dalpe, G. et al 2017 Quebec, Canada Analyzing perspectives of women as well
decisionrmakers about genetic testing and
insurance as well as general insurability
guestions in the context of a risk
stratification approach to breast cancer
screening and prevention.

Davison, S.N. eta 2014 Canada Knowledge and Attitudes of Canadian Firs
Nations Peopl&oward Organ Donatioand
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Transplantation: A Quantitative and
Qualitative Analysis.

Denison, J. etal 2014 Northernregion Report findings from a study examining th
of a Western impact of the threat of child removal on
Canadian province Abor i gi nal women’ s
(2 urban of healthcare services.
Aboriginal health
centres)

Dhaliwal, J. etal 2017 Pediatric Weight Ex pl or e parent s’ re
Centres in tertiary-level care for paediatriezveight

Edmonton, AB,
Shapedown BC,
Vancouver, BC,
and Hamilton, ON.

management.

Digel Vandyk, A. e 2018
al

Ontario, Canada

Explore the experiences of persons who
frequently visit the emergency department
(ED) for mental healthelated reasons.

Donnelly, L.R. et a 2016

Vancouver, British
Columbia, Canade

Explore the roots of stigma and its impact
on health services and resource seeking ¢
experienced by HHRhfected members of
marginalized communities in Vancouver.

Downie, K. et al 2017

Ontario, Canada

Explore personal difficulties in the patient
experierce with recurrent C. difficile
infection in Canada.

Du Mont, J. etal 2017

Ontario, Canada

Explore the presentation,
sociodemographic, assailant, assault, and
service use characteristics of Indigenous
women, as compared to neimdigenous
adult andadolescent women.

Dube, E. et al 2018 Canada Explore vaccine hesitancy among Canadii
parents and to examine factors associatec
with a parent’ s int
his/her child.

Duhoux, A. etal 2017 Toronto and Aims (a) to determine the reasons

Ottawa, Ontario

contributing to having unmet mental

VancouverBritish health-care needs (UMHCN) among adult:
Columbia who are homeless or vulnerably
housed in three Canadian cities and (b) to
examine the determinants of UMHCN.
Durocher, E. etal 2017 Canadian Examine how the intersection of various
university social and political influences shapes

discharge planning and rehabilitation
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affiliated teaching practices in ways that may not meet the

hospital; espoused aims of rehabilitation programs
the preferences of older adults and their
families.

Duthie, K. et al 2017

Montreal, Quebec Ex pl or e cancer pat.
multimodal treatments, that is, treatments
for multiple chronic conditions, as well as
iIssues related to navigating the healthre
system.

Dyason, C.etal 2015

Calgary, Alberta  Describe who participates in advance care
planning (ACP) and decistamaking for
patients in longterm care and designated
assisted living.

Easley, J. et al 2016

Canada To explore patient perspectives on, and
experiences with, the cordination and
continuity of cancer care.

Easley, J. et al 2013

Canada (majority Describe the survivorship experience of

from Ontario) young adult patients with thyroid cancer.

Etchegary, H. et al 2013 St. John's and Aimed to provide information about
Grand Falls research programs in the province, provid
Windsor, the public with a space for asking questior
Newfoundland, and solicit their opinions about genetic
Canada testing and research.

Farjou, G. et al 2014 Canada (3 Describe the healtltare experiences of
pediatric oncology teenagers with cancer.
centres)

Fitch, M.I. et al 2013 Canada Explore the perspectives of cancer patient

concerning the conversations that happen
about sexuality following a cancer diagnos
in daily practice.

Floyd, Aet al 2017 Vancouver, British Show lived experiences of refugees and tt
Columbia strategies these people might develop in
their efforts to access health care.
Freeman, T.etal 2013 Southwestern Examine the health carelated
Ontario experiences of ingiduals who have lost
their FPs.

Furlotte, C. etal 2016

Ontario, British Describes expectations, concerns, and

Columbia, and needs regarding lonterm care (LTC) home

Alberta, Canada and home care services of 12 older lesbia
and gay couples living ira@ada.
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Gauthier 2017

Eastern Township

Document the needs of parents and youn

Boudreault, C. et , Montérégie , adults with profound ID during and after th
al Mauricie and transition to adulthood by exploring their
Centredu-Québec transitioning experience and factors that
, Quebec influenced it.
Gemmell, A.P.et 2017 Southern Assess Hutterites’
al Manitoba counseling services. A secondary aim was

compare their views to those obtained in ¢
study of rural Midwestern U.Sesidents.

Gervais, C.etal 2016

Quebec, Canada

Where do fathers fit within the
observations, concerns, and actions of
perinatal healthcare providers, according
to parents’ percept
institutional docun
needsin terms of services and formal
support during the perinatal period?

Ghazzawi, A. et al 2016

Ontario, Canada
(Stroke
rehabilitation
facility)

Fully understand the dynamic complexity
the stroke rehabilitation system and how t
better integrateinpatient and community
settings to support continuity of care.

Goel, R. et al 2013

Ontario, Canada

Describe the experiences of a group of ne
immigrants and caregivers of new
immigrants who were subject to the three
month waiting period for theDntario Health
Insurance Plan and needed to access hee
care services during that time.

Goodman, A. etal 2017

Vancouver, BC
(inner city)

Explore the healtlcare experiences of
Aboriginal peoples who use illicit drugs an
or illicit alcohol (APWUID/AvIng in
Vancouver's inner city.

Graham, C.etal 2013

Northern British
Columbia, Canade

Explore the meaning of a healthy lifestyle
for this population and the barriers they
experience to healthy living.

Green, C. et al 2016

Northwestern,
Ontario

Explore patients’ n
with receiving this therapy.

Green, S. et al 2016

Southwestern
Ontario, Canada

Describe the primary care experience of
adults in custody in a provincial correction
facility in Ontario in the 12 months prior to
admission.

Gregory, D.M. et 2013
al

Newfoundland,
Canada (large

Expl ore patients
bariatric surgery, the meaning and
experience of waiting, the psychosocial ar

P
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tertiary care behavioral impact of waiting for treatment

hospital) and identify healthcare provider and healtt
system supportive measures that could
potentially improve the waiting experience

Grigorovich, A. 2015 Ontario, Canada Examine experiences outside of primary
health-care contexts or the perspectives o
older healthcare users.

Grigorovich, A. 2015 Ontario, Canada Deepen existingnowledge by
demonstrating how chronic iliness and
sexual minority status can further
exacerbate the consequences of rationing

public care.

Griscti, O. et al 2016 Nova Scotia, Understand the experiences of chronically
Canada (regional ill patierts and registered nurse in
hospital) negotiating patient care in hospital.

Grohmann, B. eta 2017 Ontario,Canada Ex pl or e patient s’ p
(diabetes received from diabetes education teams (i
education registered nuse and a registered dietitian)

programs in 11 integrated into primary care.
primary care sites,

Gucciardi, E. etal 2015 Southern Ontario, Explores the implementation processes of
Canada integrating specialized diabetes teams intc

primary care in southern Ontario, Canada

Guilcher,S.J.T. et 2013 Northern Ontario, Explore the experiences of participants in

al Canada chronic disease sethanagement program
via telehealth (teleCDSMP) and to identify
facilitators and barriers to inform future
tele-CDSMP delivery models.

Gutman, T. eal 2018 Canada Describe the perspectives of children with
chronic kidney disease (CKD) and their
parents with regard to communication and
decisionmaking.

Hammond, C. eta 2017 Canada (4 First  Explores survivorshigxperiences of First
Nations Nations women with cancer and their
communities) caregivers. Drawing from a larger data sel

on survivorship, we identify several major
barriers to cancer communication and
support in First Nations communities.

Han, C.S. et al 2015 Greater Describe KoreaCanadi an i mn
Vancouve Area, help-seeking and selihanagement for their
British Columbia  suicidal behaviour.
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Harrington, D.W. 2013

et al

Ontario, Canada

Examining the factors associated with
difficulty accessing specialist services, ant
the reasons why particular subpopulation
groups report experiencing difficulties.

Harrison, T.G. et a 2015

Calgary, Alberta,
Canada
(multidisciplinary
CKD clinic)

Understand perceptions of CKD patients
about ePHRsand describe characteristics
associated with their expressed intent to
use an ePHR.

Hayeems, R.Z. et 2015
al

Greater Toronto,
Ontario and
Montreal, Quebec

Investigate Canadian public expectations
and values regarding the types of conditio
that should be included in NBS and wheth
parents should provide consent.

Heaman, M.l. et 2015

al.

Winnipeg (inner
city), Canada

Explore the perceptions of women living ir
inner-city Winnipeg, Canada, about barriel
facilitators and motivators related to thei
use of prenatal care.

Heard, J. et al 2017

Manitoba, Canada

Describe the paediatric transgender
population accessing health care through
the Manitoba Gender Dysphoria
Assessment and Action for Youth (GDAA
progr am, an dexpeegepces t
accessing healthcare in Manitoba.

Henderson, R. | et 2018
al

Alberta, Canada

Optimize HPV vaccination rates and,
thereby, decrease the burden of HPV
related illness, including higmorbidity
surgical procedures and chemo
radiotherapy.

Herron,R.V. etal 2013

Peterborough,
Ontario, Canada

Understand the multifaceted ways in whicl
emotions shape and are shaped by
experiences of aging and caring at the
interpersonal, household and community
scales.

Heyland, D.K. eta 2017 Canada (12 Acute To explore the internal consistency of
carehospitals) patients’ (or their
values, and the relationship between thes:
values and expressed preferences.
Higginbottom, 2016 Canadian province (1) Generate new understanding of the

G.M. et al

(metropolitan city
and ruraltown)

processes that perpetuate immigrant
disadvantages in maternity health care, ar
(2) Devise potential interventions that
might improve maternity experiences and
outcomes for immigrant women in Canads
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Higginbottan, 2015
G.M.A. et al

Alberta, Canada

Identify the nature of communication
difficulties in maternity services from the
perspectives of immigrant women,
healthcare providers and social service
providers in a small city in southern Albert
Canada.

Hodgetts, S. etal 2013

Alberta, Canada

Increase knowledge and understanding of
how families with children with autism
spectrum disorder (ASD) experience FCC
Alberta, Canada

Hole, R.D. et al 2015

Interior of British
Columbia

Interrogate practices witlm one hospital to
see whether and how CS (cultural safety)
for Aboriginal patients could be improved.

HolroydLeduc, 2017
J.M. etal

Alberta, Canada

Review current research evidence and
conduct multistakeholder dialogue on the
potential gaps, facilitata, and barriers to
the provision of caregiver supports.

Hulme, J. et al 2016

Central Toronto,
Ontario, Canada

Better understand how Chinese and Soutl
Asian immigrants-the largest and most
under-screened immigrant groups
according to national angdrovincial
statistics- conceive of breast and cervical
cancer screening

Huynh, E. 2018

Manitoba, Canada

Explore youth’s per
management.

Jacklin, K.M. etal 2017

British Columbia,
Alberta, Ontario,
Canada

Examine the healtitare expeences of
Indigenous people with Type 2 diabetes tc
understand how such determinants are
embodied and enacted during clinical
encounters.

JamesAbra, S. et 2015
al

Ontario, Canada

What are the experiences of trans person:
in health care.

Jessri, M. eal 2013

Edmonton,
Canada

Explore fromthe MiddieEa st er n t
perspective, the experience of
breastfeeding and their perceptions of
attributes of the healthcare system,
community and society on their feeding
decisions after migration to Canada.

Kalosai, C. etal 2018

Toronto, Ontario

Offer a novel analysis of the complexities
involved in building positive famiyrovider
relationships in the ICU through the

consideration of not only communication

OMA Ontario Medical AssociatignNAONorth American Observatory 82



but other important aspects of famiy
provider interations, including family
integration, collaboration, and
empowerment.

Katz, J.E. Etal 2014 Quebec, Canada Understand how patients wish to
communicate or to be communicated with
(looking into Epatients).

Keller, G. et al 2017 Eastern Canada Examine patient experiences of hospital
(supraregional based discharge preparation for referral fc
hospital) follow-up home care services. To identify

aspects of discharge preparation that will
assist patients with their transition from
hospitatbased cee to homebased follow
up care.

Kelley, M.L. etal 2018 Ontario and Generating the knowledge required to
Manitoba, Canada implement health promoting PC in First

Nations communities.
Kelly, D.V. et al 2014 Newfoundland Explorethepubl i ¢’ s knowl

and Labrador,
Canada

attitudes regarding the role of the
community pharmacist and to determine
their likelihood of using expanded
pharmacist services.

Kingston, D.E. et ¢ 2015

Alberta, Canada

The purpose of this study was to describe
women'sreported willingness to disclose
mental health concerns during screening
and factors associated with this.

Kirst, M. et al 2017

Ontario, Canada

Examine Ontarians’
for targeted health equity interventions
versus universal interventics.

Koehn et al 2016

British Columbia

How do ethnically diverse older adult
residents of assisted living (AL) facilities ir
British Columbia (B.C.) experience quality
life? And, what role, if any, do
organizational and physicahvironmental
features play in influencing how quality of
life is experienced?

Kowal et al 2015

Edmonton,
Alberta

To understand informatiogathering and
decisionmaking processes of immigrant
mothers for scheduled childhood vaccines
vaccination during gggnancy, seasonal flu
and pandemic vaccination.
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Kuluski et al

2013

Ontario

The types of goals that were important for
older persons with mulmorbidities were
explored from the perspectives of patients
their caregivers and physicians.
Comparisons of goals were made across
each patient, caregiver and physician triac
to determine alignment.

Kuluski et al

2013

A continuing
care/rehabilitation
hospital in Canade

This study investigated what is important i
care delivery from thg@erspective of
hospital inpatients with complex chronic
disease, a currently understudied
population.

Kuluski et al

2017

Northwestern
Ontario

Understand the hospital experience of
carers (e.g., family members) of patients
with alternate levels of care, &L(delayed
hospital discharge), and cognitive
impairment who were waiting for lonterm
care from the hospital.

Lafortune et al

2015

Mid-sized urban
and rural
communities in
Ontario

Older persons are often poorly served by
existing models ofommunitybased
primary health care (CBPHC). We sought
input from clients, informal caregivers, anc
health-care providers on recommendation:
for system improvements.

Law et al

2015

Toronto, Ontario

Understand LGBQ pat
their experiencs related to disclosure of
sexual identity to their primary care
provider (PCP).

Le Dorze et al

2014

Montreal, Quebec

Explore the factors that facilitate or hinder
participation according to people who live
with aphasia.

Lee, T-Y. et al.

2014

Toronto, Canada

To explore i mmigran
experiences in accessing maternity care, i
utilization of maternity health services, anc
the obstacles they perceived in Canada.

Lind et al

2014

Calgary, Alberta

Parents’ per s pe cltyiofv
adding an annual influenza immunization 1
the immunization program that is currently
delivered in Alberta schools, and obtained
suggestions for structuring such a prograr

Lindsay et al

2016

Greater Toronto
Area, Ontario

To explore gender and sex differences in
experiences of transitioning to adult healtr
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care among young adults with acquired
brain injury (ABI) who take part in a-co
ordinated model of transitional care.

Liu et al

2015

Ontario (GTA)

Chinese family caregivexperiences,
including challenges, needs and service g
in providing care for immigrant seniors wit
heart disease and stroke.

Logie et al

2016

Toronto, Ontario

Explore experiences of social support grol
participation among LGBT African and
Caribbean newcomers and refugees in an
urban Canadian city.

Loignon et al

2015

Quebec, Canada

Explore barriers to responsive care for
undeserved persons (poverty) with a view
to developing equitsfocused primary care.

Longard et al

2016

EasternCanada
(tertiary care
centre)

To understand parents' experiences of
managing their child's postoperative pain i
home.

Lukewich et al

2015

Across Canada

Describe chronic pain setianagement
from the perspective of individuals living
with chronic pain irthe context of primary
care nursing.

Lum et al

2016

Greater Niagara
Region, Ontario

Examine the lived experiences of
immigrants living in a small urban centre
with regards to the primary healtbare
system.

MacDougall et al

2014

Ontario, Canada

Tounderstand the perspectives of Ontario
parents regarding the advantages and
disadvantages of adding influenza
immunization to the currently existing
Ontario schocbased immunization
programs.

MacRae et al

2015

Nova Scotia,
Canada

Investigate oldewwomen's perceptions of
their interactions with physicians and to
identify what older women want from
physicians.

MacRae et al

2016

Nova Scotia,
Canada

Older women's experiences with and view
of, physicians.

Marchand et al

2016

Canada (2012
CCH®ental
Health data)

Using data from a nationally representativ
survey, the Canadian Community Health
SurveyMental Health, this secondary
analysis aimed to determine the prevalenc
of perceived prejudice by healitare

OMA Ontario Medical AssociatignNAONorth American Observatory 85



providers (HCPs) and its relationshwith
mental disorders.

Marsh et al 2014 Toronto, Ontario We determined (1) patient satisfaction anc
(2) patients’ pup e f e
method (webbased or iRperson) after total
joint arthroplasty.

Masse et al 2014 Quebec, Canada (i) Toanalyze the receptiveness of the

population of Frenckspeaking Quebecers
to certain ethical principles promoted by
public health authorities during the AH1N1
vaccination campaign. (ii) To add to the
limited number of empirical studies that
examinethepopbat i on’ s pe.
ethical values.

McCloskey etal 2015

New Brunswick,
Canada

The experiences and opinions of those wt
must wait in hospital for alternate services

Mcintyre et al 2014

London, Ontario

Explore the selperceived influences amon
older adults in deciding whether to take or
not take the seasonal influenza vaccine.

Melhem et al 2017

Montreal, Quebec

To explore the needs of cancer patients in
palliative care and to determine how care
providers, including family physicians, cou
meet these needs more fully.

Mfoafo-M'Carthy 2014
et al

Toronto, Ontario

Presents findings from research on the livi
experiences of individuals from ethnic
minority backgrounds who have been the
subjects of community treatment orders
(CTOs) in TorontoaBada, and their
perceptions of its impact on their lives.

Miedema et al 2013

New Brunswick,
Canada and GTA,
Ontario

Large administrative data set analyses
demonstrate that geography has a
significant impact on access to health care
andsubsequent health outcomes. In
general, rural populations have poorer
access to healtlcare services. This article
explores the reality of this issue for young
adult cancer survivors.

Molinaro et al 2018

Southern Ontario

This secondary data analysis examines th
caregiving responsibilities of mothers fronmr
Southern Ontario, Canada, during the time
from diagnosis to a
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pediatric cancer treatment (how mothers
provide care during child's treatment).

Montague et al 2017

Canada (2016
HealthCare in
Canada Survey)

To define stakeholders' perceptions on all
contemporary enebf-life options.

Moore et al 2017

Canada

Opinions about howio best approach
anticipated extremely preterm birth.

Moravac 2018

Toronto, Onario

Perceptions of women living in homeless
shelters and women with severe mental
health challenges about the factors
influencing their decisioimaking processes
regarding breast and cervical cancer
screening.

Morgan et al 2014

Saskatoon,
Saskatchewan
(Rural and Remott
Memory Clinic)

Experiences of rural family caregivers in tt
period leading up to a diagnostic
assessment of dementia at a Canadian
memory clinic, their hopes and expectatiol
of the assessment, and their experiences
the ax months following diagnosis.

Murray-Davis et al 2014

Ontario, Canada

Understand how pregnant women in
Ontario decide to give birth at home or
hospital and why they choose one
birthplace over another (sample drawn
from 85 midwifery practices in Ontario
across six Ontario geographical regions
determined by the Association of Ontario
midwives).

Natalie et al 2013

Kamloops, British
Columbia

Determine how urban Aboriginal youth
identify their health needs within a
culturally centred model of health and
wellness; create new knowledge and
research capacity by and with urban
Aboriginal youth and urban Aboriginal
health care providers.

Nekolaichuk etal 2013

Canada 2
unspecified
hospital sites

Understand patients' experiences of
attending anindividual psychencology
counselling service in a comprehensive
cancer centre in Canada.

Nelson et al 2018

Prince George,
British Columbia

Examines perceived barriers to health car
access for urban Indigenous peoples in lic
of how colonialism impactihdigenous
peoples in their everyday lives.
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Nguyen et al 2016

Ontario, Canada

Explore selimanagement from the
perspectives of youth, parents and health
care providers in transition to adult health
care.

Nicholas, Gutwin 2013
et al

3 Canadian cities:
Fredericton, NB;
Edmonton, AB;
Saskatoon, SK

Examines parents' interest and perspectiv
related to online diabetes resources.

Nicholas, Newton 2016
et al

Large city in
Western Canada

Examine experiences of stregivolved (SI)
youth who usehospital emergency
departments and factors affecting ED use

Nicholas, 2016
Zwaigenbaum et
al

Two Canadian
tertiary-level
pediatric hospitals

Perspectives of ED care among children
with parents of children with autism
spectrum disorder.

Oosterveer etal 2015

Northwest
Territories

Document and analyze the challenges in
accessing PHC services by Indigenous
peoples in remote communities in Canade
Northwest Territories from the perspective
of users and providers of PHC services.

Pedersen Aetal 2014

Winnipeg,
Manitoba

To delineate the role of the oncology
patient navigator, drawing from the
experiences and descriptions of younger
women with breast cancer.

Pederson H. etal 2015

Vancouver, British To assess attitudes toward shagiof

Columbia

personal health information through a
provincial EHR.

Perez et al 2016 Four Canadian Explore reasons for and facilitators of
cities: Edmonton enrolment in pediatric weight managemen
AB, Hamilton ON, from the parental perspective.
Montreal QC,
Vancouver BC
Pighini et al 2014 Western Canada Experiences of parents of children deeme
at risk for developmental delays or
disabilities who had received early
intervention (EI) services (birth to age 3) ir
large urban location in Western Catea
Pike et al 2013 Newfoundland To gain a more thorough understanding o

and Labrador,
Canada

why parents choose to give their children
natural health products (NHPs), parents'
sources of information about NHPs, and tt
extent of disclosure andonversation with
family doctors about the use of NHPs.
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Pitt et al 2016 Montreal, Quebec To identify lowincome working families'
(food bank) health challenges and understand their
barriers and facilitators to navigating those
challenges.
Ploeg et al 2017 Hamilton, ON and Explore the experience of managing

Edmonton, AB

multiple chronic conditions in the
community from the perspectives of older
adults with MCC, family caregivers and H(
working in a variety of settings.

Potestio et al

2015

Public venue in
Calgary, Alberta

To engage the public to understand how ti
improve the care of critically ill patients.

Premji et al 2017 Calgary, Alberta, Explores mothers' experience of caring fol
Canada their late preterm infants in the community

Prarok et al 2017 Ontario, Canada Examining the primary care healthcare
(Kingston, experience of persons with dementia and
Bancroft, their caregivers in Ontario, Canada.
Belleville)

Rice et al 2017 Northern Ontario Examines the challenges involved in
providing and receiving primary care for
complex chronic conditions in two remote
resource communities in Northern Ontario

Rink et al 2017 Montreal, Quebec 1) Report the narrative experiences of

refugee claimant families who were deniet
health-care serwes in Montreal following
June 2012 when the government of Canau
severely restricted the scope of the Interin
Federal Health Program that had hitherto
provided coverage for the heaktare
needs of refugee claimants; and 2) descril
the predominant barries to accessing
health-care services and understanding
their impact using thematic analysis, and :
derive concrete recommendations for chilc
health care providers to improve access tc
care for refugee claimant children

Roberge et al

2016

QuebecCanada
(3 primary care
clinics)

Explore the perceived needs, barriers and
facilitators for the delivery of mental healtf
care for patients with coexisting common
mental disorders and chronic diseases in
primary care from the clinician and patient
perspectves.

OMA Ontario Medical AssociatignNAONorth American Observatory 89



Robinson et al 2017 British Columbia, Describe the experiences of bereaved fan

Canada caregivers whose terminally ill family
members with advanced cancer were
successful in achieving a desired home
death.

Rochette et al 2014 Montreal, Quebec To document the ethical issues regarding
the systematic inclusion of relatives as
clients in the posstroke rehabilitation
process.

Ross et al 2018 Ontario, Canada Barriers in accessing mental health care
among low income LGBTQ people.

Roulston ¢al 2018 Edmonton, Understand the steps that need to be take
Alberta; Toronto, to ensure Canadians can access fjghlity
Ontario; palliative care services as part of Canada’
Montreal, Quebec universal healtkcare model.

Royall et al 2017 Hamilton, ON Insights for new obesity management
services were sought from both provides
and patients in 1 progressive citywide
organization.

Saroa et al 2018 Alberta, Canada To determine the information needmnd
(two large cancer preferences of patients who had human
centres), English  papillomavirusassociated head and neck
speaking cancer (HNC) and who were aged@t

years in the postreatment phase of
recovery.

Scheim et al 2016 Ontario, Canada Identify trans men who have sex with men
(MSM)'sperspectives on barriers and
facilitators to HIV and STI testing.

Schneeberg etal 2014 Eight vaccination Improving understanding of factors
centres across influencing pneumococcal vaccination
Canada (B.C., among otler adults to improve vaccine
Manitoba, uptake.

Ontario, Quebec,
Nova Scotia)

Shaw et al 2015 Calgary, Alberta, Explore patient perspectives on the

Canada responsiveness of the Alex Seniors Clinic
clinic that offers a patententred
multidisciplinary care team model for
primary care) tdheir stated health needs.

Simon et al 2015 12 acutecare To explore seriously ill, older hospitalized

hospitals in
Canada

patients' and their family members'
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perspectives on the barriers and facilitator
of advanced care planning (ACP).

Sinclair et al

2015

Bone marrow

transplant clinic of

a large urban
outpatient cancer
care centre in
Western Canada
(Calgary, Alberta)

Use a qualitative approach to better
understand the importance and efficacy of
addressing spiritual issues within an
interdisciplinary bae marrow transplant
clinic from the perspectives of patients ant
health-care providers.

Smith-Carrier et al 2017

Toronto, Ontario

Explore unpaid caregivers' perceptions of
and experiences with hombkeased primary
care programs in Toronto.

Stacey et al

2016

Nova Scotia,
Ontario, Quebec
(three ambulatory
cancer programs)

Assess patient and family member
experiences with telephone cancer
treatment symptom support.

Stewart et al

2013

Canada (specific
location
unspecified)

Assess the health and healthre inequities
experienced by affected children and by
their parents.

Summerhurst et al 2017

London, Ontario

Adolescent perceptions of what was most
helpful and most challenging about menta
health treatment for mood and/or anxiety
disorders.

TaitNeufeld 2014 Winnipeg, Describe the experiences of First Nation
Manitoba and Métis women with gestational diabete
mellitus (GDM).

Tamaian et al 2017 Canada Qualitatively assess patients' negative
experiences with the medical system that
may lead to feehgs of institutional
betrayal.

Taneja et al 2018 London, Ontario To describe how lay people understand at

(mid-size make decisions for lifsustaining
Canadian urban interventions when engaging in advance
community) care planning.

Throndson etal 2016 Winnipeg, Explore the factors that influence the

Manitoba perceptions and health behaviours of
patients after elective adhoc percutaneous
coronary interventions (PCI).

Tobon et al 2015 One of five CMH Examining continuitgf care in children's

agencies in
Ontario, Canada

mental health care.
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Tomasone et al 2017

All of Canada,
including Quebec
(Quebec City)

Explore factors related to service adoptior
among nonrusers of counselling services
offered to facilitate physical activity
participation among pesons with physical
disabilities, and the barriers and facilitator:
to maintaining service participation among
adopters.

Topf et al 2013

Western Canada

Gain a better understanding of the
experiences of family caregivers when
circumstanceprevented a desired home
death for a family member with advanced
cancer.

Torti et al 2017

Alberta, Canada

Explore patients' perspective on the role o
primary care in obesity management and
their experience with existing resources,
with a view to develo@n improved
understanding of this perspective, and mo
effective management strategies.

Tremblay et al 2016

4 Canadian
tertiary-level,
multidisciplinary
weight
management
clinics (Edmonton,
AB; Shapedown,
BC; Hamilton, ON:
Montreal, QC)

Characterize pargs' recommendations for
enhancing tertiarylevel health services for
managing pediatric obesity in Canada.

Turcotte et al 2015

Quebec, Canada

Explores the participation needs of older
adults having disabilities as perceived by 1
older adults themselvegheir caregivers
and healthcare providers.

Vahabi et al 2016

Greater Toronto
Area, Ontario

Explored Muslim immigrant women's view
on cervical cancer screening and the
acceptability of HPV sedampling.

Vaillancourt, S., et 2017
al.

Toronto, St.

Mi chael’
and Ottawa
Montfort Hospital,
Canada

To define outcomes of emergency

- department care that are valued by patien

discharged from the ED, with the goal of
informing the development of a patient
reported outcome measure for ED care.

Vermar et al 2018

Nova Scotia,
Canada

Explore the barriers trans adults encounte
when pursuing primary and emergency ca
in Nova Scotia, Canada.
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Viveiros et al 2018 Ottawa, Ontario  To explore what factors midwifery
recipients perceive to prevent dacilitate
access to mental health care in the perina
period.

Wagner et al 2016 "A multicultural Examines the attitudes and beliefs of

Canadian city" health-care providers toward people living
(likely Toronto) with HIV through the use of focus groups.

Wagner et al 2017 Quebec, Canada Explore young adults' initiation of substan:
misuse treatment.

Wang et al 2015 Toronto, Ontario  Analyzes the health caigeeking behaviour
of South Korean immigrants in Toronto,
Canada, and how transnationalism shape:
post-migration health and health
management strategies.

Watt et al 2013 Canada (6 Describe Chinese and South Asian
Canadian pediatric immigrant parents' experiences of family
oncology centres) centred care (FCC) in pediatric oncology

settings inCanada.

Webster et al 2015 Ontario, Canada Provide new insights on the perspectives,
needs and preferences of patients with
complex health and social needs.

Weingarten etal 2014 Edmonton, Children's perspectives of and satisfaction
Alberta with their pan management in the

emergency department (ED).

Wetterlin et al 2014 Canadawide Explore youth experiences with traditional
and online mental health resources and
investigate youth expectations for mental
health websites.

Wilson et al 2013 Alberta, Canada Public opinion on the controversial topic o
death hastening and endf-life plans.

Wood et al 2016 Winnipeg, Explore women's experiences of choosing
Manitoba plan a birth at an oubf-hospital birth

centre; how do women make thehoice to
plan for an outof-hospital birth and the
meaning that women ascribe to this
decisiormaking process.

Woodgate et al 2017 Manitoba, Canada Examine the experiences of access to
primary health care by African immigrant
and refugee families.

Zhenget al 2018 Hamilton, Ontario To understand patient, family caregiver, ai

(McMaster

clinician impressions of early mobilization,
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Children's Hospita and the use of ifbed cycling as a method ¢
PICU) mobilization.
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Appendix E: Matrix of Includédticles

HEALTH STAGE

Walking Acute Life Mental/Cognitive Chronic Palliative
Well threatening Health & Addictions Health Care

Pediatric

Broadly Defined Results

LGBTQ+

EthnicMinorities,

Immigrants, Refugees

Vulnerably Housed

Rural and Remote

Indigenous

Youth/ Broadly Defined Results | Il 1l 1

Children LGBTQ+ |

Ethnic Minorities,

Immigrants,Refugees

Vulnerably Housed |

Rural and Remote

Indigenous Il | |

Young Broadly Defined Results | 1l ]

Adult LGBTQ+

Ethnic Minorities, |

Immigrants, Refugees

VulnerablyHoused

Rural and Remote |

Indigenous Il |

Adult Broadly Defined Results [, 1, 1 IHHL, T,

[, 1 IHHL, THL T,
1, 1

LGBTQ+ 1, 1 | Il 1]

Ethnic Minorities, I, 1, I

Immigrants, Refugees 11!

Vulnerably Housed 11} 1l |

Rural and Remote | 1]

Indigenous 1, 1 | ] |

Geriatric/  Broadly Defined Results 1, | | 1, i 1
Older LGBTQ+
Adult Ethnic Minorities, I I

Immigrants, Refugees

Vulnerably Housed

Rural and Remote | I

Indigenous

Caregivers/ Broadly Defined Results I, 1 1, 1 T T 1l
Parents 1L T, 1

LGBTQ+

Ethnic Minorities, | |

Immigrants, Refugees

Vulnerably Housed

Rural and Remote | | |

Indigenous |

SubPopulation
Results

SubPopulation
Results

SubPopulation
Results

Life Stage
Results

SubPopulation

SubPopulation
Results

SubPopulation
Results
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