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ABSTRACT

BACKGROUND: We evaluated the patient-partner experience in a longitudinal program called Integrated Population Medicine in the Syd-
ney Medical School to assess its acceptability. The program exposed senior medical students to the lived experience of chronic disease.
METHODS: We surveyed 267 people with chronic conditions recruited as patient-partners by the 2012 student cohort in a mixed-methods
longitudinal cohort study. Surveys were administered ‘over’ 18 months: before, during, and after the program.

RESULTS: A total of 155 (58%) patient-partners completed the baseline survey; 52 patients returned all 3 surveys. Patient-partners remained
very positive about the program across all surveys. More than 95% of respondents enjoyed interacting with the student, and most were very
positive about their role in teaching the student. Three major themes emerged: willingness to help, a sense of gratitude and enjoyment, and a
chance to teach and learn. Participants were willing to discuss their illness experiences and were keen to spend more time with students.
CONCLUSIONS: Patients are willing participants in longitudinal patient-partner programs. They perceive benefits for themselves and

others, for the health system, and for students and would like to become more actively involved in medical education.
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Background

Patients are integral to medical education.! Increasingly, they
are becoming more actively involved in roles from curriculum
development to teaching and assessment,?3 and new ways of
structuring student-patient learning programs are emerging.*’

In 2012, the Sydney Medical School introduced a
Longitudinal Patient Partnership Program (LPtPP) called
Integrated Population Medicine (IPM). IPM aimed to expose
senior medical students to the intersection of population
medicine principles, clinical practice, and professional skills
through exposure to the lived experience of chronic disease and
disability. We aimed to create an engaging, patient-centered
learning experience that would inspire student inquiry and be
manageable for students and patients. The details of the IPM
curriculum are reported elsewhere.

Longitudinal partnering with students is a relatively new
role for patients in medical education. As in longitudinal inte-
grated clerkships, LPtPPs are aimed at increasing patient-cen-
tered care and learner-centered education. In addition, LPtPPs
place the patient in the role of teacher and provide an immer-
sive educational experience in which students develop clinical
knowledge through sequential conversations with patients over
time.”® Studies suggest patients value longitudinal relation-
ships with students and feel the involvement of students

enhances their care in a range of ways and increases their
well-being.10

In developing the program, we looked to the Bleakley and
Bligh'! construct of a patient-centered model of learning being
a knowledge-generating dialogue between patient and student,
with educators acting as a resource to support rather than
determine student learning.

Understanding the effects of culture and marginalization on
health outcomes was another important aim of the program, so
students were encouraged to choose culturally diverse patients.
Students attended a 2-hour diversity workshop, based on the
cultural humility model of Tervalon and Murray-Garcial? and
Augusto Boal’s’3 “forum theater” techniques.'

Cultural humility requires students to first consider their
own identity and become aware of some of the barriers that
identity may create in communicating effectively with others.
It also requires a lifelong commitment to self-evaluation,
reflection, and critique and acknowledges and aims to equalize
the power imbalances in the physician-patient dynamic to
develop mutually beneficial therapeutic partnerships.!?

The pedagogical basis for forum theater as an agent of
change is Paulo Freire’s model of problem-posing dialogue in
which a continual exchange occurs between teacher (who also
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Table 1. Survey response rates.

RETURNED (N)

PATIENTS SUBSEQUENTLY
WITHDREW OR DIED (N)

% RETURNED

SURVEY TIME

1 March 2012 267 155
2 October 2012 149 90
3 June 2013 146 64

learns) and learners (who also teaches).!> It has been used else-
where in medical education with good effect.1617

Students in IPM were given topics to discuss with their
patients, focusing on the patient experience of managing a
chronic illness and navigating the health system within the
broader context of their day-to-day lives and communities.
Each student was responsible for recruiting and arranging to
meet the patient approximately every 2 months to cover the
topics required in the program and to develop and build a rela-
tionship. Students were encouraged to allow the conversation
to unfold using a semistructured interview approach, with an
emphasis on hearing the patient’s story.!®1° Students were
asked to reflect on and report to an expert tutor in a confiden-
tial format what they learned from each encounter.

This is the kind of relationship Towle and Godolphin?
were unable to find when looking for programs “in which
patients have been given the power to educate students without
the mediation or control of faculty.” Patient-partners in IPM
were free to discuss any relevant aspects of their care, and stu-
dents were challenged to think what this might mean to their
tuture practice and what aspects of patient management might
need to change at both individual and systemic levels to address
the issues raised.

The use of patient-partners in IPM raised faculty and stu-
dent concerns that chronically ill people would be unwilling to
commit to multiple visits or to share the details of their lives
with students. It was felt this may be an imposition on patients’
time and privacy. This evaluation also aimed to see whether
patient-partners shared these concerns. We describe aspects of
their experiences here.

Methods

We conducted a longitudinal cohort study using 3 surveys
designed to
Quantitative and qualitative analyses were undertaken in a

evaluate the patient-partner experience.
mixed-methods study. The evaluation was approved by The
University of Sydney Human Research Ethics Committee
(protocol ID 11-2011/14276).

Participants were all people living with chronic conditions or
disabilities recruited as patient-partners by the 2012 IPM stu-
dent cohort. Students were responsible for recruiting, inform-
ing, and gaining the written consent of a patient to follow for
the program. We prepared students and patients with written
guides, participant information in community languages, simple

-6 58.1
-3 60.4
43.8

consent documents, face-to-face training for students, faculty
support, and tutorial discussions. The informed consent process
was clearly outlined in the student guide, and patient participa-
tion documents described the roles of patient and student.
Students were expected to discuss this information and address
any questions before consent was sought. Patient-partners could
contact the program manager at any time to discuss concerns or
provide feedback.

The program manager sent the first survey and participant
information statement about the evaluation by mail to every
patient-partner recruited by an IPM student, once their writ-
ten consent was received. Only those patient-partners who
returned survey 1, after one reminder letter, were sent surveys
2 and 3.Table 1 shows survey response rates. Participants could
choose either paper surveys returned by mail or online responses
using LimeSurvey. No incentives were offered. Participants
were de-identified, but a numerical code linked the participant
and their recruiting student, and their responses over time.

Surveys were sent to participating patient-partners in
March 2012 (S1) just after recruitment (baseline), October
2012 (S2) midway through the program, and June 2013 (S3) at
the end of the student contact period. Questions from each
survey are listed in Table 2. Surveys were developed by the
evaluation subgroup of the program working party to evaluate
the program in terms of the following categories:

e Program structure,

e Provision of information,

e Time commitment required of participants,

e Behavior of the student,

e Professionalism,

e Communication,

o Cultural respect,

e Satisfaction with different aspects of the program,

e Question content,

e Participant’s perceived role in teaching,

e Interaction with the student,

e Opverall satisfaction of the patient-partner,

o Whether they would enroll in IPM again,

e Whether they would recommend the program to
others.

Responses consisted of 5-point Likert scales and free text
boxes.
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Table 2. Questions from each survey.

QUESTION TITLE?2 SURVEY 1 SURVEY 2 SURVEY 3 QUESTION CATEGORY

1. Information

2. Behavior

3. Time

4. Medical aspects

5. Impact of health
condition(s)

6. Cultural respect

8. Active role

9. Interaction

10. Enjoyed

11. Recommend

12. Do again

13. Free text

14. Free text

15. Free text

16. Free text

. Religious respect

| received enough
information to understand
my part in the program

The medical student has
behaved respectfully
toward me at all times

I am happy with the
amount of time | will need
to spend working with the
medical student

| am comfortable
discussing the medical
aspects of my health
condition(s) with the
medical student

| am comfortable
discussing the impact of
my health condition(s) on
my life with the medical
student

It is important to me that
the medical student
respects my cultural
background

It is important to me that
the medical student
respects my religious
beliefs

Taking an active role in
teaching a medical student
about the impact of my
health condition(s) is
important to me

| think | will enjoy my
interaction with the medical
student

Free text: Can you suggest
ways in which we could
improve the program?

aAs displayed in Figures 1 to 3.

| have enough information
about my part in the
program

The medical student
behaves respectfully toward
me

| am happy with the amount
of time | am spending with
the medical student

| am comfortable discussing
the medical aspects of my
health condition(s) with the
medical student

| am comfortable discussing
with the medical student
how my health condition(s)
affects my life

It is important that the
medical student respects
any cultural beliefs | have in
relation to my health

It is important that the
medical student respects
any religious beliefs | have
in relation to my health

| feel | am teaching the
medical student about the
impact of my illness

| am enjoying my interaction
with the medical student

Free text: What do you like
about being part of the
Integrated Population
Medicine program?

Free text: What would
improve your experience of
being part of the Integrated
Population Medicine
program?

Free text: Any other
comments?

| was given enough
information about my part
in the program

The medical student
behaved respectfully
toward me

| was happy with the
amount of time | spent with
the medical student

| was comfortable
discussing the medical
aspects of my health
condition(s) with the
medical student

| was comfortable
discussing the impact of my
health condition(s) on my
life with the medical student

The medical student
understood my cultural
beliefs in relation to my
iliness

The medical student
understood my religious
beliefs in relation to my
iliness

| felt | played an active part
in teaching the medical
student about the impact of
my illness

| enjoyed my interaction
with the medical student

| enjoyed my interaction
with the medical student

| would recommend
participation in this program
to others

| would participate in this
program again

Free text: What did you like
about being part of this
program?

Free text: What did you
dislike about being part of
this program?

Free text: Was there any
information you wish you
had been told at the
beginning?

Free text: Would you like to
tell us anything else?

Structure

Professionalism

Structure

Experience
Professionalism

Experience
Professionalism

Professionalism

Professionalism

Experience

Experience

Overall experience

Overall experience

Overall experience
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Table 3. Comparison of characteristics of noncompleters and completers.

NONCOMPLETERS (N = 112)

Gender, % female 46
Age, medianiny 35.5
Born overseas, % 35
Indigenous, % 94
Education, % tertiary 4
Marital status, % married, 47

same-sex relationship, de facto

Employed, % 43
Independent living, % 74
Health insurance, % private 53

All quantitative analyses were conducted using IBM SPSS
v21, and Pvalues less than .05 were considered statistically sig-
nificant. The demographics of people who returned survey 1
were compared with those who did not return it (see Table 3).
For categorical data such as gender, chi-square analyses were
conducted. The distribution of age was assessed for skew using
a 1-sample Kolmogorov-Smirnov test. The distribution devi-
ated significantly from normal, so completers and noncom-
pleters of the initial survey were compared on age using the
Mann-Whitney U test. Changes in the ordinal survey responses
(strongly agree to strongly disagree) over time were analyzed
using the Wilcoxon signed rank tests to compare survey 1 vs
survey 2 and survey 2 vs survey 3. In addition, the Friedman
test was used to compare responses across all 3 surveys.

Free text comments from each survey were transcribed into
Excel spreadsheets. A simple framework analysis was used to
group participants’ responses into major topic headings. These
brief statements were coded manually by author K.D.I. over
several readings. Coding focused on participants’ reasons for
participation and their experience of participation.

Results

Students recruited 267 eligible patients into the program. All
patients were sent survey 1 and 155 (58.1%) returned it.
Subsequent response rates were 90 of 149 (60.4%) and 64 of 146
(43.8%) (Table 1). A total of 64 patients returned survey 3; how-
ever, 12 of these had not returned survey 2. Therefore, 52 patients
returned all 3 surveys. Fifteen (15) patients withdrew or died over
the period of the program (January 2012 to September 2013). Of
these, 8 had completed survey 1,3 completed survey 2, and only 2
completed all 3 surveys. How these withdrawals/deaths affected
survey distribution numbers is also shown in Table 1.

Patients who completed survey 1 were significantly more
likely to be older (median: 54 years) and women (61%) than
nonrespondents (35.5 years and 46% women; P < .05 for both)
but did not differ significantly in any other demographic crite-
ria (Table 3).

COMPLETERS (N = 155) SIGNIFICANT DIFFERENCE

61 <.05
54 <.05
38 No
95 No
42 No
59 No
40 No
72 No
57 No

Table 4. Top 9 disease categories of patient-partners.

CONDITION FREQUENCY PERCENT
Endocrine2 22 14.2
Rheumatology and arthritis@ 18 11.6
Autoimmune 18 11.6
Respiratorya 16 10.3
Nephrology and urology 14 9.0
Neurology and neuromuscular 13 8.4
Cardiology? 10 6.5
Psychiatry2 9 5.8
Orthopedics 8 5.2

aNational health priority areas (http://www.aihw.gov.au/national-health-priority-
areas/).

The health problem of more than 80% of participating
patient-partners fell into 1 of 9 disease categories shown in
Table 4. The most common were endocrine (14.2%, mostly
type 2 diabetes mellitus), rheumatology, and arthritis (11.6%).
The top 9 aligned well with the Australian national health
priority areas and included cardiovascular and respiratory
diseases and psychiatric illnesses.

Quantitative results for each survey are shown in Figures 1
to 3.

Structure and content

Most participants (96.8%) agreed or strongly agreed they had
sufficient information about the program in survey 1, and this
remained greater than 90% throughout.

In survey 1, participants (98.7%) were happy regarding time
spent with the student. This dropped to 88.8% in S2 but rose
to 92.2% in S3. This was a significant change over the 3 time
points (Friedman’s ¥? = 6.83, df = 2, P < .05; n = 52) and
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Participant responses - IPM survey one

Q9 Interaction

Q8 Active role

Q7 Religious respect
Q6 Cultural respect -
m Q5 Impact of health 7
Q4 Medical Aspects .

Q3 Time

Q2 Behaviour :
\ i

1l | | | |

Q1 Information

0% 10% 20% 30% 40% 50% 60% T0% &0% S0% 100%
PERCENTAGE RESPONSE N=155)

®strongly disagree ™ Disagree ™ Neutral MAgree ™ Strongly agree

Figure 1. Participant quantitative responses Q1 to Q9, survey 1: percentage responses based on 5-point Likert scales from strongly disagree to agree,
demonstrating largely positive responses in all parameters except Q6 and Q7.

Participant Responses - IPM Survey 2

Q9 Interaction

Q8 Active role

Q7 Religious respect
Q6 Cultural respect
Q5 Impact of health
Q4 Medical Aspects
Q3 Time

Q2 Behaviour

Q1 Information

0% 10% 20% 30% A40% S0% 60% 70% 80% 90% 100%
B strongly disagree ™ Disagree ™ Neutral ®Agree ™ Strongly agree

Figure 2. Participant quantitative responses Q1 to Q9, survey 2: percentage responses based on 5-point Likert scales from strongly disagree to agree,
demonstrating largely positive responses in all parameters except Q6 and Q7 and starting to show time-related concerns in Q3.

Q9 Interaction

Q8 Active role

Q7 Religious respect
Q6 Cultural respect
Q5 Impact of health
Q4 Medical Aspects
Q3 Time

Q2 Behaviour

Q1 Information

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
W Strongly disagree M Disagree ™ Neutral ®Agree ™ Strongly agree

Figure 3. Participant quantitative responses Q1 to Q9, survey 3: percentage responses based on 5-point Likert scales from strongly disagree to agree,
demonstrating largely positive responses in all parameters except Q6 and Q7 and starting to show increasing time- and information-related concerns in
Q1 and Q3.
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between S1 and S2 (z = -3.1, P < .01, n = 89), but not between
S2 and S3 (P=.86,n = 52).

The free text comments confirmed that overall participants
were very happy with the structure and content of the program
and included constructive suggestions.

When asked what would improve IPM, the 2 most compelling
issues were a desire for more time with the student and for feed-
back about the progress of the program, including the opportunity
to meet with other participants and discuss their experiences:

Maybe seeing how the student puts into action some if any of the
things they have picked up on throughout this program. (S3)

Perhaps an update on how the project is progressing? It would be
interesting to hear about other participants and their issues. (S3)

Mirroring the quantitative drop in survey 2, participants
were concerned they spent too little time with their student,
rather than too much, and some were less than pleased with the
time their student dedicated to meetings:

The student is very busy and has seen me once only since my dis-

charge from hospital in March. (52)

Bit more interaction. But not sure if it is meant to be more interac-
tion? (S2)

Having more regular and organised meetings e.g. set every 2-3
months. (S2)

Parz‘icipam‘ experience

Participants’ enjoyment of their interaction with the student
remained greater than 95% positive throughout the program (S1
= 97.4%; S2 = 95.5%; S3 = 96.9%). Participants were also very
positive about their active role in teaching the student (S1 =
91.6%; S2 = 85.4%; S3 = 93.8%). Although overall there was a
significant change in ratings of their role across the 3 surveys
(Friedman’s y2 = 6.82, df = 2, P < .05; n = 52), neither was the
drop in the proportion of participants who gave a positive
response between surveys 1 and 2 significant (P=.07,n = 89) nor
was the increase from S2 to S3 (P = .08, n = 52). In survey 3,
most (90.6%) participants agreed or strongly agreed they would
recommend participation in the program to others, and 84.4%
agreed or strongly agreed that they would participate again.

These results were reinforced by participant’s comments,
from which 3 main themes emerged:

e A willingness to help,
e A sense of gratitude and enjoyment,
e A chance to teach and learn.

Willingness to help

Participants most commonly expressed a sense of excitement at
having been asked to participate and a desire to help:

... I'will say that I am excited about being part of this study, which
I find to be innovative, and an extremely important resource tool
for medical students—the human factor. (S1)

Good to see medicine back to the patient! (51)

The desire to help manifested as either helping the student
understand the impact of chronic disease on the persons life or
helping improve knowledge about chronic disease that would
benefit future doctors or future patients:

I'm hoping it is helping to make a better doctor of my student, for
her to understand from my point of view and assist the whole in
learning about health or illness and the impact on everyone—stu-
dent, doctor, patient and family. (52)

Knowing that my input will help the student in his studies in the
hope that in the future someone else will benefit also from my
information. (S3)

A chance to teach and learn

Participants also commented on how they saw themselves spe-
cifically affecting the student’s education. They particularly
highlighted the importance of learning from experience over
theoretical learning. They wanted students to understand their
conditions and their experiences as patients and to stress the
importance of holistic, patient-centered care:

I know that the information I share . .. will provide . . . a better
understanding [of] complexities experienced by someone surviv-
ing the HIV virus (30 years) and the sort of information that can-
not be accessed through books but rather through personal, life
experience. (S2)

It’s good that this program is giving practical knowledge to medical
graduates—about the impacts of medical condition on their personal,
family and professional life. I am sure real life learnings will prepare
graduates better to handle medical conditions of their patients. (S2)

Many comments also demonstrated that participants were
learning about their own health care through interaction with
the student. This outcome aligned with the IPM learning
objective around the doctor’ role in improving patients’ health
literacy:

I liked that this gave me the opportunity to find out more about
my illness. (S3)

It helped me reflect on how I handle my condition. (S3)

Gratitude and enjoyment

Several participants expressed gratitude at being given an
opportunity to “give back” to medicine for care they had
received:

I am grateful what medical science has done for me and I always
help when I can. (S3)
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Enjoyment, interaction with the student, and chance to be
heard were also strong positives of the program:

I have made a good friend through it. I have been able to share my
experience, which is helpful. (52)

Thank you for giving me a voice! (S2)

It was also enjoyable to talk and interact with the student. (S3)

Learn an outcomes

There was evidence that student-patient interactions helped
address some of the key learning objectives of IPM (see Table 5),
in particular.

The role of the social determinants of health:

I hoped it would show medical students that coming from a
regional area presents more problems than in a city. (S3)

The impact of chronic conditions on a person’s ability to
function in their community:

I thought it was an important contribution to the student’s under-
standing of the ‘non-medical’aspects of a chronic illness. The neg-
ative impact on work/ family/ financial/ social etc.—which can
also loop back to perhaps needing more medical intervention. (S3)

The role of the doctor as an advocate:

Hopefully that my input leads to change for the better in the
health system. (S3)

Encourage students to . .. gain insights into medical problems and
difficulties faced by rural patients . . . information with which they
could lobby governments for improvements in rural health facili-
ties. (S1)

The impact of the direct and indirect costs of health care:

I was particularly happy in making the student aware of what it
costs (money wise) to have this illness or whatever incapacities the

patients have. (52)

Student behavior

Overall, participants were very positive about the behavior of
the students. Greater than 98% agreed or strongly agreed the
student behaved respectfully toward them.

Patients generally reported feeling comfortable discussing
the impact of their medical condition on the lives. At all 3 time
points, 95% or more of the patients agreed or strongly agreed
that they felt comfortable in these discussions:

I have to compliment my Medical Student on the way he engages
me in conversation . . . with respect and gentle approach. I doubt if
I would have been so open had he taken a more clinical approach.
Excellent! (S2)

Table 5. IPM learning objectives.

IPM learning objectives
By the end of the Integrated Population Medicine Program,
students will be able to . . .

Theme 1: social determinants of health and health equity
The patient’s experience regarding the broader social
determinants of health before and since the onset of their
condition

Critically discuss the role of the social determinants of health on
health outcomes for the individual patient and specific
populations

Understand how cultural identity may affect the experience of
health care delivery for people with chronic conditions

Understand that stigma, discrimination, and social exclusion can
create ill health and influence the outcomes of chronic ill health

Theme 2: risk, prevention, and health promotion
The patient’s experience regarding risk modification and
prevention strategies before and since the onset of their condition

Discuss the importance of risk factors in a patient’s past, present,
and future management

Discuss the role of all levels of prevention in the control of chronic
disease

Critically discuss the role of health promotion in a patient’s
experience of chronic ill health

Theme 3: Person-centered care

The patient’s experience of the challenges of balancing their
desired lifestyle and their iliness and the role of advocacy and
policy in ameliorating these challenges

Discuss the impact of chronic disease over time on a person’s
changing ability to manage life-illness balance

Evaluate the role a patient’s health literacy plays in their capacity
to manage their illness and to achieve an acceptable life-illness
balance

Understand how a chronic condition affects a person’s ability to
function in their community and critique how effectively the
support available in their community ameliorates these effects

Recognize the role of the doctor as an advocate for social change
to improve health care systems and health outcomes

Reflect on the doctor’s role in improving an individual’s health
literacy

Theme 4: evidence-based care
The use of evidence-based clinical protocols or guidelines in the
management of the patient’s condition

Critically consider the application of evidence-based protocols or
guidelines for disease prevention and management to a
chronically ill patient’s particular circumstances

Theme 5: access to care

The direct and indirect costs to the patient of living with their
chronic condition and the implications of these costs to the
community

Consider how the direct and indirect costs of managing chronic
health conditions affect patients and their carers

Consider how practitioners and health policy may influence the
distribution of resources to facilitate access to care for individuals
and the wider community
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Table 6. Glossary of terms.

GLOSSARY OF TERMS

Longitudinal patient- Programs allowing students and

partner program individual patients to engage with
each other over time, enabling
students to develop an understanding
of patients’ experiences of health
care, and to learn key aspects of
clinical medicine and professionalism

Longitudinal integrated
clerkships

Longitudinal integrated clerkships are
programs in which medical students:
Participate in the comprehensive care
of patients over time;

Have continuing learning relationships
with the clinicians of these patients;
Meet most of their required core
clinical competencies across multiple
disciplines simultaneously through
these experiences (http://www.
clicmeded.com/).

Cultural humility “Cultural humility incorporates a

lifelong commitment to self-evaluation
and critique, to redressing the power
imbalances in the physician-patient
dynamic, and to developing mutually
beneficial and non-paternalistic
partnerships with communities on
behalf of individuals and defined
populations.” (Tervalon, 1998)

Praise for “my” student—who heard through the “grapevine” that I
was in hospital, and took the time to pay me a visit. ...t seems that
he will make a caring and dedicated doctor in whichever field he

chooses. (S2)

My student behaved in an exemplary manner at all times—her
care and sense of humour making the experience pleasant. [Stu-
dent] has a care and understanding which make her “bedside man-
ner” ideal for a future medic. (S2)

The frequent references to “my student” also suggest a sense
of ownership by patient-partners of their participation in the
program and the positive relationships they felt with the
student.

Before IPM started, we ran a workshop on working with
diversity for the students, so we wanted to know how students
behaved regarding the patient-partners’ cultural and religious
values and beliefs. There was a significant improvement over
time to the question on respect for cultural background and
beliefs. Specifically, responses were stable between S1 and S2
(63%-67% agreed or strongly agreed the student respected
their cultural background or beliefs) and improved in S3 (84%
agreed or strongly agreed). This change was significant accord-
ing to the Friedman test (y? = 7.65,df = 2, P = .022):

[The program] gives me an insight into the standards of privacy,
respect for patients and requirements of care and understanding
asked for in our future medics. (S2)

Some comments hinted, however, that not all students had
complied with program requirements about informing and

consenting patients. It appears some participants may not have
seen the preconsent information sheet, only the participant
information sheet sent with the first survey:

A letter/some info about the program before signing up, not after. (S3)

I would have liked an info sheet in the beginning saying how long
the study would go for, what the student will gain from it etc. (S3)

The less time some students spent and their poor commu-
nication with the patient were mentioned in the free text by 11
patient-partners and also reflected negatively on students’ pro-
fessionalism toward the participant:

... I would like to be more involved with my student, but only
received a few emails, that’s all, no contact. (S2)

I haven't seen my medical student for months. (S2)

Discussion

This study provides further evidence that people living with
chronic illness are willing participants in longitudinal patient-
partner programs and would be willing to spend more time and
become more actively involved in medical education. They per-
ceive benefits for themselves, for others with their conditions in
the future, for the health system, and for medical students. The
time commitment of such a program is not a deterrent. In fact,
participants were keen to spend more time with students.

A strength of this study was the opportunity to obtain par-
ticipant perspectives of the program as it was evolving. Every
participant was invited to complete the evaluation. Data are
informative as patient-partners provided extensive free text
comments, over 3 time points, with relatively high completion
rates, given the duration of the follow-up period.

Our patient-partner group was living with conditions that
echoed the common chronic conditions in Australia and
included several of the national priority health areas, suggest-
ing that their experiences of the health system would be reflec-
tive of experiences of many people in the wider community.
Our data align with other studies that show people living with
chronic illnesses often feel that doctors ignore aspects of their
condition outside their immediate clinical needs?! and are keen
to redress this by improving the knowledge of future doctors.
Consequently, they welcomed a medical education initiative
that brought “medicine back to the patient.”

The surveys were designed for the purpose and were based
on participants’ self-report. Such surveys are susceptible to self-
report and social-desirability biases where participants attempt
to “look better” to researchers or to be overly positive.?>23
Participants may try to “guess” the purpose of the study, choose
an answer that they feel casts them in a more positive light, or
try to “please” the researcher. Or they may simply feel more or
less strongly about a statement from one day to the next.??

Using a mail survey may also have affected response rates.
International data show response rates to mail surveys are
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decreasing.?* Also, Likert scales are subject to user variance
that is amplified in a study with small numbers.?

Our respondents were more likely to be older and women.
In all other respects, however, completers and noncompleters
were similar. However, it is possible younger, male participants
may have been less enthusiastic about the program or less will-
ing to commit their time to the survey. It is also possible par-
ticipants who were negative about the program either did not
say so or did not complete the surveys. The overall similarity
between completers and noncompleters, however, suggests that
the impact of this on our results is likely to be limited.

The complexity of the Sydney Medical Program (SMP)
stage 3 curriculum, which covers 2 academic years and includes
an 8- to 13-week elective placement in which most students
travel abroad, meant there were potentially lengthy periods of
noncontact between patient and student when students under-
took electives or rural placements. Poor communication by
students at these times may have caused the drop in patient
satisfaction with the time spent with students between S1 and
S2 and the subsequent recovery in S3.

Despite concerns about patients’ privacy and rights and the
time imposition, our findings indicate patient-partners were
not concerned. In line with previous strong evidence of
Australian patients’ willingness to be involved in medical edu-
cation and LPtPPs,1925 our patient-partners’ responses to the
program were almost universally positive. Our data suggest
that patients would prefer to spend more time with students,
would be keen to participate again, and become more involved.
The patients saw value in sharing their experience of chronic
disease outside the hospital and in allowing students to see the
evolution of disease and management. This suggests time taken
in LPtPPs is time well invested from the patients’ perspective.
However, the data suggest a few students did not respect the
gift of the patients’ time and expertise.

This evaluation provided useful insights into the patient
experience of our new curriculum. These insights allowed us
to subsequently modify the program structure, student prep-
aration and documentation, and patient communication
strategies.

Conclusions

This evaluation demonstrates that people living with chronic
conditions are likely to be willing and enthusiastic participants
in longitudinal programs and in medical education generally.
They perceive benefits for themselves, for others, for the health
system, and for medical students. The time commitment is not
a deterrent, but students and faculty must ensure effective
communication and respect for patients’ contributions to their
learning. Effective evaluation is key to maximizing the bene-
fits of the experience for all.

Author Contributions
KI: evaluation design, data analysis, preparation and editing of

draft.

GL: data analysis, draft preparation and editing.

LK: evaluation design, data analysis, draft preparation and
editing.

AB: draft editing and review.

REFERENCES

1. Jha V, Quinton ND, Bekker HL, Roberts TE. What educators and students
really think about using patients as teachers in medical education: a qualitative
study. Med Educ. 2009;43:449-456.

2. Towle A, Bainbridge L, Godolphin W, et al. Active patient involvement in the
education of health professionals. Med Educ. 2010;44:64-74.

3. Hudson N, Weston KM, Farmer EF, Ivers RG, Pearson RW. Are patients
willing participants in the new wave of community-based medical education in
regional and rural Australia? Med ] Aust. 2010;192:150-153.

4. Ogur B, Hirsh D. Learning through longitudinal patient care-narratives from
the Harvard Medical School-Cambridge Integrated Clerkship. Acad Med.
2009;84:844-850.

5. Jha V, Quinton ND, Bekker HL, Roberts TE. Strategies and interventions for
the involvement of real patients in medical education: a systematic review. Med
Educ. 2009;43:10-20.

6. Ivory K, Bandler L, Hawke C, Armstrong B. A clinical approach to population
medicine. Clin Teach. 2013;10:94-98.

7. Norris TE, Schaad DC, DeWitt D, Ogur B, Hunt DD, Consortium of
Longitudinal Integrated Clerkships.. Longitudinal integrated clerkships for
medical students: an innovation adopted by medical schools in Australia,
Canada, South Africa, and the United States. Acad Med. 2009;84:902-907.

8. Kumagai AK, Murphy EA, Ross PT. Diabetes stories: use of patient narratives
of diabetes to teach patient-centered care. Adv Health Sci Educ Theory Pract.
2009;14:315-326.

9. Poncelet AN, Wamsley M, Hauer KE, Lai C, Becker T, O’Brien B. Patient
views of continuity relationships with medical students. Med Teach.
2013;35:465-471.

10. Barr ], Ogden K, Radford J, Rooney K. Sustainable involvement of real patients
in medical education: thanks to volunteerism and relationship management. Med
Educ. 2009;43:599-600.

11.  Bleakley A, BlighJ. Students learning from patients: let’s get real in medical edu-
cation. Adv Health Sci Educ Theory Pract. 2008;13:89-107.

12.  Tervalon M, Murray-Garcia J. Cultural humility versus cultural competence: a
critical distinction in defining physician training outcomes in multicultural edu-
cation. J Health Care Poor Underserved. 1998;9:117-125.

13.  Boal A. Games for Actors and Non-Actors. London, England: Routledge; 1992.

14.  Ivory KD, Dwyer P, Luscombe G. Reactions to diversity: using theater to teach
medical students about cultural diversity. J Med Educ Curric Dev. 2016;3:
171-178.

15.  Dwyer P. Making bodies talk in forum theatre. Res Drama Educ. 2004;9:
199-210.

16.  Brett-MacLean P, Yiu V, Farooq A. Exploring professionalism in undergraduate
medical and dental education through forum theatre. Journal for Learning
through the Arts: A Research Journal on Arts Integration in Schools and Communities.
2012;8(1):1-13.

17.  Singh S, Khosla J, Sridhar S. Exploring medical humanities through theatre of
the oppressed. Indian J Psychiatry. 2012;54:296-297.

18.  Marshall R], Bleakley A. Lost in translation. Homer in English; the patient’s
story in medicine. Med Humanit. 2013;39:47-52.

19.  Bleakley A. Stories as data, data as stories: making sense of narrative inquiry in
clinical education. Med Educ. 2005;39:534-540.

20. Towle A, Godolphin W. Patients as educators: interprofessional learning for pa-
tient-centred care. Med Teach. 2013;35:219-225.

21.  Hudon C, Fortin M, Haggerty J, Loignon C, Lambert M, Poitras M-E. Patient-
centered care in chronic disease management: a thematic analysis of the literature
in family medicine. Patient Educ Couns. 2012;88:170-176.

22. Colbert C, Diaz-Guzman E, Myers JD, Arroliga AC. How to interpret
surveys in medical research: a practical approach. Cleve Clin | Med. 2013;80:
423-425.

23.  de Leeuw E, Hox JJ, Dillman DA. International Handbook of Survey Methodology.
New York, NY; London, England: Lawrence Erlbaum; Taylor & Francis; LLC;
2008.

24. De Leeuw E, De Heer W. Trends in household survey nonresponse: a longitu-
dinal and international comparison. In: Groves RM, Dillman AD, Eltinge J,
Little R, eds. Survey Nonresponse. New York, NY: John Wiley & Sons;
2002:41-54.

25.  Barr], Ogden K, Rooney K. Viewpoint: let’s teach medical students what patient
partnership in clinical practice can be, with the involvement of educationally en-
gaged patients. Inz ] Consum Stud. 2010;34:610-612.





