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Abstract

Rationale: Self‐management of a chronic illness is a struggle for many patients.

There is substantial evidence that patients are not as successful as they and their

providers would like. Considering patient self‐management through an innovative

and diverse lens could help patients, providers and the health care system to

consider novel changes to improve success.

Aims and Objectives: To provide a complete view of patient work by utilizing the

human resources management practice of job analysis to develop an initial job

description for patients suffering from chronic illness.

Methods: Study design was descriptive qualitative with analysis aiming to identify those

reoccurring ideas from the data. Thirty patients, with at least one chronic illness, in three

focus groups were assembled for this study. Verbatim recordings and notes were used to

categorize the data provided. Five coders analyzed the data independently, and jointly

met to discuss the themes identified. Demographic data was collected via surveys.

Results: Patients with chronic illness engage in five primary ‘job’ duties including self‐

care (actions taken to effectively manage physical and psychological symptoms),

managing relationships (effective management of relationships with employers, family,

friends and providers to ensure the best outcomes), managing resources (under-

standing and managing finances, health and prescription medication insurance),

coordination (managing and scheduling visits to providers) and research/education

(gathering information and conducting research relative to all aspects of managing

one's illness). Relevant knowledge, skills, abilities (KSAs) and other resources were

identified that are necessary for patients to effectively perform the five job duties.

Conclusions: Creating a job description for the ‘job’ of patient is a crucial step in

understanding the work chronically ill patients undertake. Knowing the duties, their

associated tasks and KSAs, and resources required to perform those tasks enables

patients and their providers and advocates to better identify ways to assist,

relieve and encourage these patients in order to maximize patient success.
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1 | INTRODUCTION

Recent estimates suggest over 60% of American adults have been

diagnosed with chronic illnesses for example, hypertension, diabetes,

heart disease, arthritis, migraines, with 40% having two or more.1

More than 40% of Americans will be managing their chronic illness

for a significant portion of their lives.2,3 Unfortunately, the COVID‐19

pandemic's long haul syndrome is likely to further augment the

prevalence of chronically ill Americans.4

Chronically‐ill patients often struggle beneath the heavy workload

that goes into managing their illness including regular monitoring,

adjusting diet and lifestyle risk factors, scheduling/attending provider

visits, researching their illness/providers/treatments, managing insur-

ance/finances and so forth—and often describe this work as a full‐time

job.5 Since chronic‐illness management is not the only life role for

which they are responsible, many of these patients cannot afford to

devote their limited time, physical, emotional and financial resources to

the full‐time management of their illness, despite its importance. Many

others simply are unable to navigate often‐conflicting instructions,

treatments and prescribed medications. These and other constraints

often leave chronically‐ill patients with a Hobson's choice, deciding

what they can do to manage their illness and living with the

consequences of what they cannot manage, including being labelled

as ‘non‐adherent’ by the health care providers.

Both providers and patients contribute to this ‘non‐

adherence’ problem. It is unlikely that providers, patients and their

advocates, fully grasp the scope and nature of the tasks, duties and

responsibilities involved in this work, or the knowledge, skills, abilities

(KSAs) and other resources required to successfully navigate it.

Moreover, given their different perspectives and experiences, it is

even less likely these parties similarly prioritize various aspects of the

work. The situation is further complicated to the extent multiple

providers and diagnoses are in the mix. It is not surprising that many

patients perceive their providers have ‘thrown them to the wolves’ in

managing their illness, and many providers perceive their patients as

failing to follow‐through on their advice.

In an effort to begin to reconcile these disparate perspectives

and to identify proactive ways in which providers, patients and

advocates can work together to improve chronic illness management,

we utilized focus‐group methodology combined with human

resources management (HRM) principles to conduct a qualitative

analysis of the ‘job’ of managing a chronic illness from the patient's

perspective. By clearly delineating the scope and requirements of this

work, health care providers and patient advocates can begin to

identify innovative solutions for helping their patients better manage

a difficult yet necessary set of tasks. Thus, the aim of this study is to

provide a more complete and practical view of patient work by

looking at the work of managing a chronic illness through the eyes of

the patient as if it were a job. This will contribute to our collective

understanding of the scope and nature of the tasks, duties and

responsibilities associated with patient work as well as the necessary

KSAs, and other resources that are necessary to effectively and

efficiently meet the demands of this complex and difficult job.

1.1 | Job analysis principles applied to patient work

Human resources professionals know that designing appropriate

work‐related support and systems must begin with a thorough job

analysis followed by a detailed job description. Understanding a job

(i.e., duties and tasks) and what it takes to do that job (i.e., KSAs) is the

first step in identifying training interventions and solutions for

maximizing an employee's performance. Analyzing a job is done to (1)

define the necessary tasks for accomplishing each job‐related duty,

(2) identify the KSAs and (3) identify resources needed to perform the

tasks.6 A functional job analysis being performed on an active

position is completed to accurately identify all aspects of a job and

the time needed to successfully perform each task. Human resources

professionals often conduct job analyses in conjunction with

the employee so that the KSAs required can be captured as well.

The employee describes the tasks they perform and what KSA's

and resources they perceive as needed for the job. The human

resource professional analyzes this information across multiple job

incumbents and fills in the gaps based on standards and employer

expectations.6

Typically, a job analysis is performed for a job that an employee

has been hired for; these employees, more or less, choose to do these

jobs. Patients, on the other hand, are not hired for the job of

managing a chronic illness. There is no ‘at‐will’ statement that

allows them to decide to quit (although if they do, the consequences

could be dire). Moreover, for most chronic illnesses, the job of its

management will last a lifetime, with no possibility of retirement.

Since these unwilling ‘employees’ are not working for an organization

that is required to provide employee support structures, they often

must fend for themselves in the recognition and ownership of their

role—as health and health care manager—and to obtain the necessary

KSAs and resources to accomplish the tasks involved in managing

their illness. Although most health care providers and organizations

genuinely seek to provide supportive guidance to their patients, the

support provided is often fractured, incomplete, not person‐centred,

confusing, ill‐timed and/or contradictory.7

1.2 | Patient work—managing chronic illness

The patient work concept has been investigated by health care

providers and sociologists, as well as by human factors and

informatics/technology researchers8,9 The terms self‐management

and self‐care tend to be used interchangeably in chronic illness

literature and refer to symptom recognition, monitoring, mainte-

nance and management. Self‐management focuses on lifestyle

changes, medications and treatments that are needed to reduce

symptoms. Although symptom‐based self‐management is a strongly

recommended intervention, it is difficult for many people and

typically has a poor success rate.10 Self‐management is typically

defined from the providers'—and not the patients'—perspective and

does not fully reconcile the breadth of the work involved in managing

and navigating a chronic illness. In this study, we sought to deliniate
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the activities most prevalent for chronic illness self‐management

from the perspectives of patients.

The concept of patient work was first identified in a study by

Corbin and Strauss9 in which they developed a theory focused on the

social costs and human suffering involved in the work of managing a

chronic illness. They defined this work as ‘a set of tasks performed by

an individual or couple, alone or in conjunction with others, to carry out

a plan of action designed to manage one or more aspects of the illness

and the lives of ill people and their partners,’9, p.9 and described three

main components of patient work as (1) illness management work, (2)

biographical work and (3) everyday life work. Later, Willems et al.11

expanded Corbin and Strauss's three components of work by including

a fourth component: (4) arrangement work, which consisted of

organizing devices and making home modifications to improve the

efficiency of daily/regular self‐management tasks. Corbin and Strauss9

also discussed time as it relates to patient work, including chronic illness

onset and diagnosis, followed by the illness trajectory. Four phases in

the illness trajectory (i.e., the comeback, stable, unstable and downward

phases) were identified, with the work of each phase varying as well as

ebbing and flowing across these stages. Human factors scholars

Holden et al.,12 investigated the barriers to accomplishing patient work

within the physical, social and organizational domains, and explored

person‐centred and design‐driven innovations which may assist with

chronic illness management. Viewing patient work through this lens

depicts a series of duties and tasks associated with the person, task,

tool and/or context. Shorrock13 discusses human work as a proxy for

‘work‐as‐done’. He proposes that when we measure or analyze work,

we are only considering proxies of that work. He also suggests that

much of the work we do is variable, done in different ways by different

people, and is unknowable as it takes place internally or in one's head

and is therefore invisible.13–15 Indeed, informaticists recognize that

patient facing informatics interventions can create extra patient work

that is often invisible8 and thus add further breadth and complexity to

chronic illness management.

Visible or invisible, patients have moved from the historical ‘sick

role’ to a consumer role in which more work is being shifted from

provider and organization to the already overloaded patient.16

Although providers may perceive this shift as empowering to their

patients, researchers argue that more work does not necessarily

mean more empowerment.17,18 To be fair, providers probably neither

grasp the full scope of work managed by their chronically‐ill patients,

nor the education patients truly require to be able to do this

work. Their picture is probably made even more incomplete to the

extent the patient is working with providers in different offices and

within different specialties. Providers also may not realize that

patient work includes tasks associated with recognizing and

preventing errors in their health care.19 Indeed, much patient work

is invisible (as it is never articulated or recognized by providers), ever‐

evolving and requires an excessive investment of the patient's finite

physical and emotional, tangible and intangible resources.20 Sinding

et al.21 began to touch on the tangible resources that are necessary

to accomplish patient work, arguing that such patient work without

the proper resources can lead to health disparities and burnout.

2 | METHODS

We used a qualitative research design employing focus group

methodology and thematic analysis to investigate the scope and

nature of patient work involved in the management of chronic

illnesses.22 Despite evidence from prior research indicating that the

overall nature and scope of the self‐management role are fairly

consistent regardless of the patient's diagnosis9,12–16 we sought a

pool of participants for the focus group discussions with varied

chronic illness types and phases to increase our chances of

identifying the complete scope of the job.

We conducted three focus groups from November 2019 to April

2020. Due to the COVID‐19 pandemic, we were only able to hold

one in person focus‐group; the other two were held via a video

conferencing platform. To mitigate the potential for disengagement

and/or withholding of information due to the virtual nature of

discussion in these latter two focus groups, we used best practices

for virtual team building and discussion. These included an

opportunity for free discussion, the use of the chat function, and

icebreakers at the beginning of each session as well as ensuring an

equal opportunity to contribute to the discussion via calling on

participants both systematically as well as randomly using nominal

group technique (NGT).

2.1 | Participants

The sample was purposive in nature and inclusion criteria included

having been (1) diagnosed with a chronic illness, (2) currently under

the care of a provider for that chronic illness and (3) actively working

with providers or the health care system (at least two visits in the last

year) as a result of the illness.23 Participants for the first focus group

were recruited from the faculty and staff of the investigators'

university. For focus groups 2 and 3, participants were recruited

through a combination of the investigators' personal networks as well

as advertisements posted at the local libraries and local support

groups for the chronically ill. All participants were guaranteed

confidentiality. Participants for the in‐person focus group were

compensated for their time (approximately 2.5 h) with a meal and a

$50 Amazon gift certificate. Participants for the virtual focus groups

were compensated for their time (approximately 2 h) with a $50

Amazon gift certificate. The difference in time duration between

the in‐person and virtual focus groups was a function of when the

participants completed the demographic surveys (either during the

event while eating or before the event via a Qualtrics24 survey).

2.2 | Confidentiality

To ensure confidentiality, all participants selected identifiers of their

choice to be used in lieu of their name during focus group discussion.

The in‐person focus group chose identifiers according to different

colours (e.g., Ms. Pink, Mr. Purple, Ms. Green, etc.). The first Zoom
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group chose identifiers associated with different types of fruits (e.g.,

Mr. Orange, Ms. Kiwifruit, Mr. Blackberry, etc.) and the second Zoom

group chose identifiers associated with different types of animals

(e.g., Mr. Black Lab, Ms. Cockatiel, etc.). The different identifier

categories were chosen to help the researchers recall which of the

three focus groups the participant attended, and all notes were taken

using these identifiers.

2.3 | Procedure

In all groups, we communicated our data protection/confidentiality

procedures as well as administrative matters. Each session was

recorded using only the voice of the participants and not the video.

Further, participants only used their pseudonyms when communicat-

ing. NGT was used to facilitate equal group interaction. NGT is a

structured method using a round robin approach to capture individual

ideas around a particular subject.25 After each participant shares their

ideas with the group a more unstructured discussion can occur to

build on the shared ideas. NGT can be used when there is a specific

goal of the interaction and discrete data points are desired.

Next, we asked participants to ‘take a moment to think about the

activities you undertake to manage your chronic illness. Imagine

these activities are divided into ‘buckets’ or major groups of tasks.

There are likely 5−7 major buckets/activities involved in this role.

Silently brainstorm for a moment about what these major buckets

might be.’ Following the silent brainstorming phase, the facilitator

(one of the investigators who was well‐versed in leading such

structured discussions) led a discussion using a NGT approach

wherein all participants shared their unique ideas and duplication of

idea generation was minimized.26 The facilitator sought to gear the

discussion towards identifying the reason behind each bucket and

how critical each was to the patients' chronic illness management.

The next task was to ask participants to ‘take a few moments to

generate a list of specific tasks you must do within each bucket/

duty’. Using the same NGT approach, the facilitator led a discussion

uncovering an exhaustive list of the tasks associated with each of the

duties/buckets. The facilitator then led a group discussion on how (1)

critical, (2) frequent and (3) difficult each task was in relation to the

other tasks in that bucket. Questions like—‘How critical are each of

these duties and their associated tasks? What happens if you make a

mistake? What happens if you don't do the task? How frequently do

you perform each of these tasks/duties? How difficult is each task/

duty? How hard was it to learn?’—were used to guide the discussion.

Then, the facilitator asked the participants, ‘What prevents you from

being able to accomplish these tasks?’ The participants were

prompted to consider all forms of constraints, from knowledge,

behaviour, personality, time, assistance/support, technologies/mate-

rials, finances and so forth.

Finally, participants brainstormed the necessary KSAs needed to

accomplish each task/duty, as well as the required materials/

supplies/technologies/support. Questions like, ‘what do you wish

you knew?’, ‘what did you need to learn to do those things?’ and

‘what things do you wish you were better at?’, were asked to help

guide the discussion.

All investigators were present for each focus group, and

each took notes using only pseudonyms and other un‐identifying

information about each participant. These notes were condensed and

integrated to create the complete list of patient work tasks and duties

as well as KSAs which were ultimately consolidated into a job

description. One participant from each focus group reviewed the

completed job description. Changes were editorial in nature and were

incorporated into the final version of the job description.

Procedural integrity increased trustworthiness of this study.

Trustworthiness was also strengthened by ascertaining credibility,

transferability, dependability and confirmability. Study credibility was

enhanced through member checking the draft job description and

having all researchers review data independently then as a group to

compare interpretations. Including a variety of chronic illnesses,

reporting participant descriptive information and describing study

procedures can increase the transferability of results. This study used

focus group methodology with NGT (to structure group interaction)

and thematic analysis, including coding and memo taking, to provide

study dependability and confirmability.27

3 | RESULTS

In this study, we used inductive processes such as collecting data to

create the framework of a job description and we used deductive

processes by using HRM techniques for job/work analysis to

understand the scope of work involved with managing a chronic

illness. A total of 30 people with at least one chronic illness

participated. See Table 1 for demographic characteristics. The data

are compiled for all three focus groups. Verbatim recordings and

notes were used to categorize the data provided in the focus groups.

A total of five coders began by analyzing the data independently, and

then jointly met to discuss the themes identified. Five common

themes were identified including self‐care, managing relationships,

managing resources, coordination and research/education. These

themes (or duties in HRM terms) and their descriptions were created

by the researchers and the participants together using an inductive

approach, based on how participants described the tasks and the

‘bucket’ the participants agreed would represent a certain set of

tasks. Self‐care consisted of the actions taken to effectively manage

physical and psychological symptoms of chronic illness. Relationship

management is used to effectively manage relationships with

employers, family, friends and providers to ensure the best outcomes.

Resource management involved understanding and managing

finances, health and prescription medication insurance. Coordinating

resources related to visits to providers, and research/education

involved gathering information and conducting research relative to all

aspects of managing one's illness. Table 2 includes the themes and

example comments made by participants. Each of these themes (aka

‘job duties’) is comprised of complex tasks that are tackled by people

managing a chronic illness and which require specific KSAs, and other
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resources and characteristics. We report the five duties and

their associated tasks in the job description in Table 3 and the

corresponding required skills, abilities, and resources in Table 4.

Self‐care refers to symptom management and involves adhering

to the advice/prescriptions/treatments from providers. When pro-

viders and payers discuss patient adherence, self‐care is the duty

most often referenced. According to participants there are other

duties that should be recognized. Relationship management refers

not only to personal relationships with family and friends but also

employer, coworker and provider relationships. Resource manage-

ment is primarily concerned with financial management and

managing other resources such as childcare, transportation, and

access to supplies. Organizing paperwork, scheduling appointments,

procuring medications and referrals are examples of coordination.

Research and education are required to self‐educate about all aspects

related to chronic illness and treatment. For each of these duties

there are associated multifaceted tasks with commensurate KSAs,

and resources that are needed to perform the corresponding tasks see

Table 3. Duties and related tasks are not performed in silos and can

therefore interact with each other in an integrated way that

is, performing one task may contribute to successfully performing

other tasks.

TABLE 1 Participant demographics

Total (n = 30)
Focus group 1
(in‐person) n = 8

Focus group 2
(online) n = 12

Focus group 3
(online) n = 10

Age range in years 31−69 40−69 38−66

Mean age 56 55 51

Gender 6 female, 2 male 10 female, 2 male 9 female, 1 male

Race

Caucasian 29 8 11 10

African American 1 1

Education

Doctorate 7 1 2 4

Master's/professional 10 4 3 3

2−4 years college 11 2 7 2

Some college 2 1 0 1

Years with illness

Range 4−40 3−30 3−36

Mean 20.5 12.25 17.50

Employment status

Full time 19 6 7 6

Part time 8 1 3 4

Both 3 1 2 0

Annual income ($000's [United States])

15−49 5 3 1 1

50−74 4 1 1 2

75−99 8 2 4 2

100−150 9 1 5 3

150+ 3 1 1 1

Not reported 1 0 0 1

Insurancea

Public 8 2 4 2

Private 24 6 8 10

Both 4 0 1 2

aSome participants reported have both public and private insurance.
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While knowledge for each task may differ, there are core groups of

skills, abilities and resources that are needed across all tasks. Core skills

to effectively and efficiently manage a chronic illness are communica-

tion, complex problem solving, critical thinking, decision‐making,

emotional literacy, executive function, health literacy, literacy, multi-

tasking, planning, organizing and prioritizing. Abilities needed are

directly related to each skill, for example, when communication skills

are being used the abilities of oral and written comprehension and

expression, speech recognition, speech clarity and interpersonal

acumen are being accessed. The abilities for each skill were identified

using O*Net Online which is a US Department of Labour tool for

functional job analysis.28 See Table 4 for a list of core abilities.

Core resources include transportation, phone, computer and

internet, information, support people, finances, medication, monitoring

tools, time, energy/stamina, safe environment, healthy food, a place to

rest, trustworthy referrals and the public library. The public library was

included because for many it is the only place where they can access

the internet. Time, energy and stamina are included as resources for the

job of managing a chronic illness, though these would not appear in a

typical (paying or volunteer) job since there is an assumption that the

job incumbent would possess these characteristics.

There was one focused skill that is needed to be successful in

managing a chronic illness that is not needed to perform every task and

was therefore not included in the core list of skills. Financial literacy is a

focused skill predominantly used in the managing resources duty. At this

juncture it is important to convey that if patients themselves do not have

the KSAs or resources (e.g., financial literacy), they may rely on others or

organizations to provide them or go without.

The required KSAs (see Table 4) to effectively perform each of

the major tasks of being a ‘patient’ were inferred from the list of

duties and tasks. For example, adequately performing self‐care

requires patients have knowledge of their medications and side

effects, and be health literate. The skills required for self‐care include

critical thinking, decision‐making and communication and planning

skills. Patients must also have the abilities including literacy, working

memory and mental flexibility. Patients should also possess a work

style in which they are able to advocate for themselves, pay attention

to detail, and perform rigorously. The job of ‘patient’ also requires

using certain tools such as phone, internet, time, energy and

monitoring tools (e.g., glucose monitor).

4 | DISCUSSION

Being diagnosed with a chronic illness is often life changing for a patient

as its management involves complex, convoluted and time‐consuming

work that is seldom appreciated by others. Unlike most jobs where an

opportunity to quit exists if it becomes too hard or unmanageable, a

chronically ill patient cannot simply walk away from the ‘job’ of managing

their illness without often significant repercussions. The results of three

structured focus group discussions with chronically ill patients provide an

initial understanding of (1) the breadth of work involved in chronic illness

management, and (2) the nature of the KSAs, and resources needed to

effectively perform this work. In this study, we apply methodologies from

the HRM literature for job/work analysis to explore the scope and nature

of the work associated with managing a chronic illness.

Self‐care tends to be the duty in which providers are focused.

The Stanford Chronic Disease Self‐Management Programme

(CDSMP),29 one of the most popular CDSMP for numerous chronic

illnesses, includes information on symptom recognition; lifestyle

activities; communicating with family, friends and providers; sex and

intimacy and finding resources. There are tasks not included in the

TABLE 2 Categories and example participant comments

Theme Participant comments

Self‐care ‘Listening to my body and doing what I need. Asking for help when I need it’ (G. F.)

‘Getting the sleep I need every night’ (L. L.)

Managing resources ‘Knowing your insurance takes a law degree’ (J. M.)

‘Managing the cost of everything in general and trying to find affordable insurance’ (O. E.)

Mange relationships ‘Providing explanations to others for why I can't do what I used to be able to do’ (T. G)

‘Explain side effects’ (T. G.)

‘Making people believe migraines are a real thing and not just a simple headache’ (K. B.)

‘Didn't want to share everything’ (B. L.)

Coordination ‘Keep track of treatments for all doctors… they don't have the same information’ (K. B.)

‘Track symptoms (app not available) on spreadsheet’ (L. Z.)

Research and education ‘…Google everything, causes of illness, doctors to treat, medications, treatments, side effects for other medical
procedures, multiple sites.’ (T. G)

‘… Stopped reading everything, getting some crazy advice and conflicting advice’ (B. L.)

‘Not all doctors agree with each other about what meds I should be taking, I like to ensure nothing is
contraindicated’ (C. T.)
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CDSMP, such as communicating with employers and coworkers;

resource management; coordinating appointments, paperwork and

medical history. Educating and researching one's illness, medica-

tions and other treatments is minimally covered by the programme.

Understanding that not all patient work may be covered in one

programme, there are results from this study that flag areas that may

be added or expanded in the current CDSMP.

Storey et al.30 have described a cycle of HRM practices that

include: (a) organizational design, (b) job design & team design, (c)

recruitment & selection, (d) onboarding & induction, (e) assessment &

appraisal, (f) training & development, (g) engagement & reward, (h)

performance management and (i) career management. If we look at

the job of being a patient in these HRM terms, we would consider

how the design of the health care delivery system affects patient

work performance. Is the current ‘acute care system’ working for

patients managing chronic illnesses? Does the job design/description

reflect the work that is being done and needs to be done? What is the

level of skills, knowledge, abilities and resources available to each

patient? Does the patient have the capacity to perform the work?7 Is

the patient experiencing burnout from a difficult workload?26 Who

are members of the team helping the patient perform the work and

do they know their roles and expectations?

Patients are not recruited or selected for the job of managing a

chronic illness but to consider job selection and recruitment makes one

think of preventive measures that can help people avoid or lessen their

chances of acquiring a chronic illness and therefore not qualifying for the

job. What, if any, are the onboarding and induction needs of those

beginning the work of managing a chronic illness? Now that a job

description has been created, we can begin to assess and appraise patient

work in a unique, systems‐based manner. This will help us identify what

training and development might be needed to help patients develop the

skills to perform the work. Patient engagement is currently measured and

appraised.31 Are there any rewards for doing the work? How would

patients describe those rewards? Performance management is a process

in which setting clear goals and objectives, formal monitoring of

performance and the use of outcome reviews to attempt to shape

future behaviour.30 Do patients have routine ‘performance manage-

ment’ reviews with providers? Would that be helpful to their work

performance? Career management in patient work terms could be

described as the illness trajectory and how patients are prepared for it.

This study begins to answer the question of whether the job design/

description reflects the work that is being done. The job description

created in this study is an innovative first step in answering the above

questions and could help patients perform their work, help the system

TABLE 4 Core skills, abilities and resources

Skills Abilities Resources

a. Communication skills
b. Complex problem solving—

including patient‐based clinical

reasoning
c. Critical thinking
d. Decision‐making skills
e. Emotional literacy
f. Executive function skills

g. Health literacy
h. Literacy
i. Multitasking
j. Planning, organizational,

prioritizing skills

k. Physical: endurance, stamina,
strength, flexibility, agility &
balance

l. Self‐advocacy
m. Technological literacy

a. Oral and written comprehension and expression,
speech recognition, speech clarity, interpersonal
acumen

b. Problem sensitivity, inductive and deductive
thinking, information ordering, implement
decisions, protect from error

c. Engage in reflective and independent thinking,
problem sensitivity, inductive and deductive

thinking, information ordering
d. Problem sensitivity, inductive and deductive

thinking, information ordering
e. Understand self and others and adapt behaviour

accordingly: self‐awareness, sensitivity, social

skills, self‐regulation, motivation, empathy
f. Selective attention, memorization, perceptual

speed
g. Obtain, process and understand basic health

information

h. Vision, read and comprehend, category
flexibility, information ordering

i. Time sharing, manage multiple responsibilities
at once

j. Category flexibility, information ordering‐
prioritizing, organizing and accomplishing
activity

k. Physical: arm‐hand steadiness, manual dexterity,
trunk strength, vision

l. Assertiveness, oral expression, persistence
m. Access and use computers and or smart

technology. That is, smart phone, ipad/tablet

a. Transportation
b. Phone
c. Computer/Internet

d. Information
e. Support people
f. Finances‐appropriate insurance coverage,

optimizing any discounts, available cash for
expenses and copays, HSA and FSA

g. Medications and/or therapeutic equipment
h. Monitoring tools
i. Time
j. Energy/stamina
k. Safe environment

l. Good/healthy food
m. Place to rest
n. Trustworthy referrals
o. Public library

Abbreviations: FSA, fexible spending account; HSA; health savings account.
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determine what assistance is needed for patient work, and help patients

and providers meet the desired outcomes of the work.

4.1 | Practical implications

Creating a job description is a crucial step in understanding the work

a particular job requires. Knowing the duties and their associated

tasks, as well as the KSAs, and resources required to perform those

tasks can help identify training interventions and other supportive

solutions for maximizing patient success. Stakeholders of all types

(i.e., patient, patient advocate, provider, payor, health care organiza-

tion) benefit not only from the clarity provided by having a complete

picture of patient work, but also from understanding what is required

for successful patient performance. Further, it provides all of those

involved in the care a way to appreciate the patient's successes as

well as anticipating and preventing future roadblocks.

Although our results can be considered more of a general job

description for chronic illness management and not specific to any

particular chronic illness, research suggests illness management involves

substantially consistent tasks across illness types. Regardless, the content

of this job description should be considered more of a base than a

boundary as individual patients may emphasize or incorporate different

tasks based on diagnosis, priority, preference or time frame. By

understanding the scope/nature of work involved in chronic illness

management as well as the competencies/resources required for their

effective performance, patients and their providers and advocates are

better able to identify ways to assist, relieve and encourage these

patients. Training and other supports can be created and workload

feasibility analyses can be conducted. Finally, providers are in a better

position to recognize instances of patient burnout and identify ways to

support the patient's flagging motivation.

4.2 | Limitations and future research directions

One limitation of this study is that we did not distinguish between

individual time periods within the management of chronic illnesses

(diagnosis, maintenance, acute flare‐up) or the phases of the illness

trajectory (comeback, stable, unstable and downward). This study

provides a base of knowledge that can be used to standardize or

individualize a plan of care that considers the KSA's and resources

needed to carry out that plan. Future research is needed to further

investigate the nature of patient work across diagnoses, type,

phases/periods and caregiver involvement so differentiated supports

can be created. Future research is also needed to validate the results

of our job analysis and the resulting job description. It is possible

some tasks with related KSAs, and resource requirements were not

well‐captured in this study as a result of where in time our focus

group participants were in their illness trajectory. Future research

should investigate the work of hospitalized patients with chronic

illness. Although there was variation in the types of chronic illnesses

represented in this study, participant diversity could be further

improved to capture different socioeconomic status, working status,

race and gender. It would be interesting for future research to pilot

this job description resulting from the current study as a framework

to investigate other such populations' descriptions of chronic illness

management to establish any similarities or differences.

5 | CONCLUSION

If providers want to help patients self‐manage their chronic illness

through education and interventions, they must have a more holistic

understanding of the scope and nature of this work, as well as an

appreciation of the complexities and roadblocks faced by their

patients. We cannot only shine a flashlight on the problems faced by

the struggling, overworked patient. Instead, we must use a floodlight

to also uncover work occurring in the upstream and downstream. For

better or worse, the health care system is motivated by reimburse-

ment, and sometimes the patient outcomes and criteria that

encourage a flashlight approach wherein insufficient attention is

paid to the management of illness. If the health care system were to

embrace more of a public health (floodlight) approach, we would see

the bigger picture of chronic illness management as well as better

identify potential roadblocks.
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