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Abstract

Background: The older adult age group makes up one of the fastest-growing groups of individuals with inflammatory bowel disease (IBD). It is im-
portant to hear the perspectives of older adults living with IBD about care experiences and managing their illness. The purpose of this patient-oriented
study was to identify and prioritize patient-centred strategies that have the potential to enhance IBD-related care for older adults in Saskatchewan.

Methods: The interprofessional research team, consisting of older adult individuals living with IBD, gastroenterology providers, and researchers
specializing in IBD or older adult education used a modified Delphi approach to identify and prioritize strategies that may enhance IBD-related
care for older adults. Thirty-one older adults with IBD participated in ranking, revising, and prioritizing statements related to their chronic illness
care. Nine statements were developed that highlighted strategies for older adult IBD care.

Results: Through the consensus process, 6 statements were retained. Co-creating a treatment plan with the IBD provider was ranked as the
top priority statement for older adults with IBD.

Conclusion: Facilitating collaborative relationships and understanding individual priorities for IBD-related care for older adults has the potential
to enhance positive health outcomes and quality of life for these individuals.

Key words: inflammatory bowel disease; older adults; chronic illness care; modified Delphi.

Background care, it is important to hear the perspectives of older adults
with IBD about care experiences and managing their illness.

In a recent scoping review on the experiences of older adults
living with IBD, a predominant element across all studies
was the preference for individualized, patient-centred care.*
Integrated models of care were seen as ideal for providing
patient-centred care™® and these models were often built upon
the chronic care model (CCM) framework to guide service de-
livery and to support persons with chronic conditions in the
community. Within the CCM framework, complex interactions
among the community, health system, persons with chronic ill-
ness, and the healthcare team were noted.”?

The Patient Assessment of Chronic Illness Care (PACIC)
instrument is derived based on the CCM framework and
assesses patient perspectives on their chronic illness care and
emphasizes patient-healthcare team interactions.” The scale
has demonstrated good reliability and validity and reports on

Canada has over 322,000 individuals living with inflam-
matory bowel disease (IBD).! The older adult age group
(260 years) makes up one of the fastest-growing groups
of individuals living with IBD due to the number of new
diagnoses as well as more individuals moving into this age
group.? It is estimated that 1 in 88 older adults in Canada has
IBD.? Medical management of IBD in older adults is similar
to management in other age groups.? However, management
of care can be complex, due to the presence of comorbidities,
polypharmacy, and the natural ageing process experienced by
these individuals. While there has been considerable literature
focusing on the epidemiological aspects and medical man-
agement of IBD care, there has been little attention given to
the care experiences of and perspectives of older adults living
with IBD. With the move towards patient and family-centred
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the extent to which patients have received certain actions and
care that are congruent with the CCM.’ The scale consists of 20
items each scored on a 5-point Likert scale with higher scores
representing greater perceived patient-centred care. Based on
findings from 2 Canadian studies assessing chronic illness care
for older adults with IBD using the PACIC instrument, it was
found that older adults with IBD perceive limited collaborative
IBD management and communication between older adults and
the providers within the health system.!'®!" Given this percep-
tion of identified gaps in collaborative IBD management by older
adults with IBD, further investigation is needed related to the
identification and prioritization of elements to enhance patient-
centred IBD care management and communication. Patient pref-
erence and goals must guide IBD-related care!? as persons with
lived experience are the experts in recognizing what information
and services are needed to enhance their chronic illness care. The
purpose of this patient-oriented project was to identify and pri-
oritize patient-centred strategies that have the potential to en-
hance IBD-related care for older adults in Saskatchewan.

Methods

Research design

The interprofessional research team, consisting of older adult
individuals living with IBD, gastroenterology providers, and
researchers specializing in IBD or older adult education
used a modified Delphi approach to identify and prioritize
strategies that have the potential to enhance IBD-related care
for older adults.!> All members of the research team, including
individuals with lived experience, were equal, contributing
members in every aspect of the research process. However,
gastroenterology provider team members did not have access
to raw, individual data to protect participants who may be
cared for by the provider team members.

The aim of a Delphi approach is to seek expert opinion on
a specific topic.'"* In this study, older adults with IBD were
considered the experts whose opinion was required to identify
priorities for care. A modified approach was used as participants
were provided with the PACIC survey statements as a starting
point to work from. As mentioned above, 2 past studies explored
older adult perspectives of chronic illness IBD care and gaps in
that care were identified. Thus, these survey statements became
the expert panel’s basis on which to start working. The infor-
mational materials and statements were reviewed and piloted
by the research team in advance of data collection. No changes
were made. This Delphi project was not prospectively registered.

The goal of utilizing the Delphi approach is to determine
expert consensus when experimental methods are not fea-
sible.!> However, the consensus level for each study varies due
to the definition of consensus established by each research
team."® Through the modified Delphi approach, participants
rate each statement on a Likert scale to indicate their level
of agreement. Panel members are provided with the oppor-
tunity to suggest alternate statements as they complete the
rankings.'> Summarized, de-identified rankings are provided
to participants to showcase the overall panel rankings. This
process of statement ranking, collating the data, sharing the
findings, and re-ranking occurs until consensus is reached.

Setting, sample, and recruitment

The study was conducted in Saskatchewan, Canada. The in-
clusion criteria were English-speaking older adults (>60 years)

with a diagnosis of Crohn’s disease or ulcerative colitis. After
ethical approval (University of Saskatchewan, BEH #3574),
convenience sampling was used for recruitment which occurred
between October 2022 and January 2023. All participants in
a recent study on older adults with IBD in Saskatchewan!
were invited to participate along with recruitment from 2
gastroenterologists’ offices. The 2 research team members who
were persons with lived experience were also eligible to par-
ticipate. Interested participants contacted the principal inves-
tigator (PI) or research trainee, were screened for eligibility,
and consented to the project. The PI was responsible for deter-
mining participant selection and inclusion, based on eligibility
criteria. Thirty-one participants, who met the inclusion criteria,
volunteered to participate and this number is considered an
appropriate sample size for Delphi studies.” No incentives to
participate were provided to participants.

Data collection and analysis

Voluntary demographic information was collected from
all participants and descriptive statistics were completed.
Participants were asked about the frequency with which
each of the 20 PACIC scale items occurred (1 = none of
the time to 9 = always). The consensus process consisted
of 3 rounds occurring between October 2022 and May
2023 including ranking of statements (Round 1—October
2022 to February 2023), facilitated online discussion
(Round 2—March 2023), and final rankings of revised
statements (Round 3—April to May 2023). In Rounds
1 and 3, participants completed the rankings online via
SurveyMonkey, via mailed paper survey with a postage-
paid return envelope, or via verbal response to the research
trainee. Paper and verbal responses were manually inputted
into the SurveyMonkey system. Reminders for survey com-
pletion for Rounds 1 and 3 were sent via email or tele-
phone to participants by the research trainee. Participants
were asked to rank each statement on its importance to
their IBD care (1 = extremely unimportant to 9 = extremely
important). The research team decided in advance that
statements ranked with medians between 7 and 9 would be
kept, statements with medians between 4 and 6 would be
discussed in Round 2, and statements with medians between
1 and 3 would be discarded. In each round, all participants
were invited to participate, and opportunities were pro-
vided to change or edit any of the statements during each
round. See Figure 1 for an overview of each round.

Round 1 consisted of ranking each of the 20 PACIC
statements on their importance to IBD care. Once rankings
were received, means, standard deviations, medians, and inter-
quartile ranges were reported for each statement. No changes
to the statements were suggested by participants during the
Round 1 process.

Round 2 involved a pre-recorded introductory session
given by 3 of the research team members (N.R., J.-N.P.-S.,
and N.T.) to explain the preliminary grouped, de-identified
rankings from Round 1 and to provide an explanation as
to what was expected during Round 2. Following the pre-
recorded session, there were 2 live facilitated online Zoom
discussions where participants learned about the Round 1
grouped, de-identified ranking results, had an opportunity
to discuss all statements (particularly those that had medians
between 4 and 6), and provided suggestions for editing the
statements. All research team members where present during
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Figure 1. Modified Delphi process flow chart.

the 2 online discussions. Based on participant feedback, some
statements were revised, merged, and grouped into categories
for a total of 9 revised statements. Two live online sessions
were conducted to accommodate participant schedules and
encourage maximum participation. Meeting minutes and a
copy of the 9 revised statements were distributed to all 31
participants before Round 3. Participants were asked for
feedback on the draft revised statements with the following
prompting questions: (1) were the changes to the statements
captured appropriately, (2) do the newly created statements

reflect the priorities for IBD-related care for older adults, and
(3) are there any suggestions for change to the statements.
During Round 3, all participants were asked to rank the
revised 9 statements on their importance to IBD care. Once
rankings were received, means, standard deviations, medians,
and interquartile ranges were obtained for each of the
statements. Cronbach’s alpha was computed to test the in-
ternal consistency for the 9 statements. The research team’s a
priori determination of consensus was: (1) that the statement
item had a median score between 7 and 9; and (2) 75% of
participants scored the statement item with a median score
of 7 and above.'¢ Finally, participants were asked to rank the
9 revised statements in perceived priority order for IBD care
for older adults (1 = most important to 9 = least important).

Results

Participant demographics and frequency of
occurrence

The demographic characteristics of study participants are
presented in Table 1. Most participants were female (7 =
20, 64.5%), were in the age range of 65-69 years (n = 13,
41.9%), and were diagnosed with IBD before 60 years of age
(n = 22, 73.3%). Regarding the frequency with which each
of the initial 20 PACIC statements occurred in their routine
IBD care (1 = none of the time to 9 = always), all but 2 of the
statements had medians of 3 or less, representing a low fre-
quency of occurrence. Statements ‘satisfied that my care was
well organized’ (median = 6, IQR = 3.5-7) and ‘asked to talk
about any problems with my medicines or their effects’ (me-
dian = 6, IQR = 3-8) had the highest medians. See Table 2.

Round 1 rankings

Participants ranked each of the 20 statements on their inm-
portance to their IBD care (1 = extremely unimportant to 9
= extremely important). See Table 3. The highest ranking was
regarding the statement, ‘satisfied that my care was well or-
ganized’ (median = 8, IQR = 7-9) and the lowest ranking was
associated with the statement, ‘encouraged to go to a specific

group or class to help me cope with my chronic condition’
(median = 5, IQR = 1-7).

Round 2 online discussion

Fifteen participants attended the online 90-minute sessions
to discuss the Round 1 group ranking results and pro-
vide suggestions for statement revision. All statements were
discussed with priority discussion occurring on the items with
median rankings between 4 and 6. All members expressed
that they did not want any statements removed from the list.
They did, however, provide suggestions to create new, merge,
or alter the statements to consolidate them. Based on par-
ticipant feedback, statements were created, revised, merged,
and grouped into categories (Planning, Goals and Self-
Care, Clinical Visits, and Programs) for a total of 9 revised
statements. See Table 4. Participants reviewed and approved
the final 9 statements prior to Round 3. Cronbach’s alpha for
the final nine statements was 0.927.

Round 3 rankings

Twenty-five (81%) participants completed Round 3. Reasons
for participant attrition were other commitments (7 = 2); no
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Table 1. Demographics (n=31).

Characteristics n (%)
Sex
Male 11 (35.5)
Female 20 (64.5)
Age group
60-64 years 4(12.9)
65-69 years 13 (41.9)
70-74 years 9(29.0)
74-79 years 4(12.9)
80-84 years 1(3.3)
Diagnosis
Crohn’s disease 16 (51.6)
Ulcerative colitis 12 (38.7)
Unsure of type of IBD diagnosis 3(9.7)
Age of diagnosis*
Before age 60 22 (73.3)
After age 60 8 (26.7
Disease duration (years)*
0-4 4(12.9)
5-9 6 (19.4)
10-14 3(9.7)
15-19 6(19.4)
>20 10 (32.3)
Location of residence
Central Saskatchewan 5(16.1)
Saskatoon and surrounding area 6 (19.4)
Regina and surrounding area 13 (41.9)
Southern Saskatchewan 7 (22.6)
Main HCP (select all that apply)**
Gastroenterologist 27 (87)
General/family practitioner 11 (35.4)
Other 6 (16.3)
Surgeon 4(12.9)
Nurse clinician 3(9.7)
How often do you see that HCP?
Every 1-6 months 12 (38.7)
7-12 months 13 (41.9)
>13 months 6 (19.3)
IBD well-controlled in last 2 weeks
Yes 22 (71.0)
No 9 (29.0)
Current treatment useful
Yes 28 (90.3)
No 3(9.7)
Overall control of IBD in the past 2 weeks (0 = worst
possible control, 10 = best possible control)
0-3 2(6.5)
4.6 9 (29.0)
7-10 20 (64.5)
Satisfaction with current IBD care (0 = completely dissat-
isfied, 10 = completely satisfied)
0-3 2 (6.5)
4.6 8 (25.8)
7-10 21 (67.7)

*Missing values; **proportions may not equal 100% as participants could
select more than one answer.

response (n = 2); illness (7 = 1); and refusal with no reason
provided (n = 1). Participants were asked to rank each of the 9
revised statements on their importance (1 = extremely unimpor-
tant to 9 = extremely important). See Table 5. Two statements
had the highest ranking scores: ‘co-create a treatment plan (in-
cluding short-term and long-term goals) with my IBD provider
that takes into consideration my personal goals, receive a written
copy of this treatment plan, ensure my understanding of this plan,
and review the plan with my IBD provider on an ongoing basis’
(median = 9, IQR = 8-9) and ‘contacted by my IBD provider
after a visit to follow up to see how things were going, especially
after changes in my therapy, medication, surgery, etc. (median
= 9,IQR = 8-9). The lowest ranking score was associated with
the statement, ‘encouraged to attend community groups, classes,
or programs to help me learn more about and self-manage my
IBD’ (median = 7, IQR = 5-8). Participants were provided an
opportunity to indicate their rationale for ranking each state-
ment as they did. For one of the statements with the highest im-
portance, participants expressed that a treatment plan should be
co-created and provided in written format to ensure they under-
stand what is expected in their disease course and to ensure no
information was forgotten from the appointment. Participants
also stated that co-creating a treatment plan strengthened their
relationship with their IBD healthcare provider. Regarding the
second highest ranked statement, participants believed it was
important to have follow-up in case they had questions, were
unsure of if side effects or symptoms were normal, and to dem-
onstrate care towards the person with IBD. For the statement
participants identified as the least important, participants stated
that they were uncomfortable in a group setting and that over
the years they have developed adequate support systems. Thus,
group classes were not beneficial for participants. Greater than
75% consensus was reached on six of the nine statements (see
Table 3).

Participants were then asked to place those same 9 statements
in priority order (1 = most important to 9 = least important)
see Table 6. The statement with the highest priority ranking
was ‘co-create a treatment plan (including short-term and long-
term goals) with my IBD provider that takes into considera-
tion my personal goals, receive a written copy of this treatment
plan, ensure my understanding of this plan, and review the plan
with my IBD provider on an ongoing basis’ (median = 1, IQR
= 1-3). The statement with the lowest priority ranking was
‘encouraged to attend community groups, classes, or programs
to help me learn more about and self-manage my IBD’ (me-
dian = 9, IQR = 8-9). Participants were provided an oppor-
tunity to indicate their rationale for prioritizing the first and
last priority statements as they did. The participants described
the co-creation of the treatment plan as the highest priority
statement for patients to understand their specific disease and
co-manage their treatment with their healthcare provider.
Reasons for choosing the lowest priority statement were that
participants did not like and were uncomfortable with group
classes, the sessions often resulted in ‘complaining’, they were
not available in their area, and discussions between patients
and providers should occur first.

Discussion

The objective of this study was to identify and prioritize
patient-centred strategies that have the potential to en-
hance IBD-related care for older adults. In this research,
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Table 2. Descriptive statistics of the patient assessment of chronic illness care (PACIC) statements rankings by frequency of occurrence in IBD
healthcare for older adults.

Statement n Median (IQR) Mean (SD)
Asked to talk about any problems with my medicines or their effects 31 6 (3-8) 5.65(2.72)
Satisfied that my care was well-organized 31 6 (3.5-7) 5.52 (2.76)
Given a choice about treatment options to think about 31 3(1-5.5) 3.94 (2.84)
Asked for my ideas when we made a treatment plan 31 3(1-5.5) 3.61(2.72)
Shown how what I did to take care of myself influenced my condition 31 3(1-6) 3.52 (2.66)
Helped to make a treatment plan that I could carry out in my daily life 30 2.5 (1-7) 3.93 (3.19)
Sure that my doctor or nurse thought about my values, beliefs, and my 30 2 (1-5) 3.53(2.98)
traditions when they recommended treatments to me

Contacted after a visit to see how things were going 31 2 (1-4.5) 3.13 (2.58)
Asked how my chronic condition affects my life 31 2 (1-5) 3.03 (2.65)
Helped to plan ahead so I could take care of my condition even in hard times 31 2 (1-5) 3.03 (2.50)
Asked questions, either directly or on a survey about my health habits 31 2 (1-5) 2.84 (2.21)
Asked to talk about my goals in caring for my illness 30 1.5 (1-3) 2.67 (2.44)
Helped to set specific goals to improve my eating or exercise 31 1(1-2.5) 2.55(2.51)
Given a written list of things I should do to improve my health 31 1(1-3) 2.39 (2.29)
Given a copy of my treatment plan 31 1(1-2.5) 2.35(2.36)
Referred to a dietitian, health educator, or counsellor 31 1(1-2) 2.00 (1.86)
Told how my visits with other types of doctors, like the eye doctor or other 30 1(1-1) 1.93 (2.23)
specialist helped my treatment

Asked how my visits with other doctors were going 28 1(1-1) 1.79 (2.02)
Encouraged to go to a specific group or class to help me cope with my chronic 31 1(1-1.5) 1.55 (1.39)
condition

Encouraged to attend programs in the community that would help me 30 1(1-1) 1.27 (0.69)

‘Rating scale (1 = none of the time, 9 = always); IQR = interquartile range; SD = standard deviation.

Table 3. Descriptive statistics of patient assessment of chronic illness care (PACIC) statements by importance in IBD healthcare for older adults.

Statement n Median (IQR) Mean (SD)
Satisfied that my care was well-organized 31 8 (7-9) 7.65 (1.80)
Asked to talk about any problems with my medicines or their effects 31 8 (7-9) 7.52 (2.16)
Asked how my chronic condition affects my life 31 8 (7-9) 7.10 (2.76)
Asked for my ideas when we made a treatment plan 31 8 (5.5-9) 6.93 (2.38)
Given a copy of my treatment plan 31 8 (6.5-8) 6.68 (2.59)
Helped to plan ahead so I could take care of my condition even in hard times 31 8 (5.5-9) 6.61 (2.99)
Given choice about treatment options to think about 31 7 (7-9) 7.06 (2.24)
Shown how what I did to take care of myself influenced my condition 30 7 (6.3-8) 6.77 (2.40)
Asked to talk about my goals in caring for my illness 31 7 (5.5-8.5) 6.74 (2.19)
Helped to set specific goals to improve my eating or exercise 31 7 (5-9) 6.61 (2.47)
Contacted after a visit to see how things were going 31 7 (5-8.5) 6.52 (2.61)
Sure that my doctor or nurse thought about my values, beliefs, and my 29 7 (5-9) 6.38 (2.62)
traditions when they recommended treatments to me

Given a written list of things I should do to improve my health 31 7 (5-8) 6.32 (2.66)
Helped to make a treatment plan that I could carry out in my daily life 31 7 (3-9) 6.03 (3.06)
Asked how my visits with other doctors were going 31 7 (4.5-8) 5.90 (2.60)
Asked questions, either directly or on a survey about my health habits 31 7 (3-8) 5.68 (2.87)
Told how my visits with other types of doctors, like the eye doctor or other 31 6 (5-8) 5.90 (2.56)
specialist helped my treatment

Referred to a dietitian, health educator, or counsellor 31 6 (4-8) 5.61(2.75)
Encouraged to attend programs in the community that would help me 31 5(1.5-7) 4.74 (2.90)
Encouraged to go to a specific group or class to help me cope with my chronic 31 5(1-7) 4.58 (3.00)
condition

‘Rating scale (1 = extremely unimportant, 9 = extremely important); IQR = interquartile range; SD = standard deviation.



Journal of the Canadian Association of Gastroenterology, 2024, Vol. 7, No. 5 389

Table 4. Original patient assessment of chronic illness care (PACIC) and revised statements in IBD healthcare for older adults.

Original statements

Revised statements

1. Asked for my ideas when we made a treatment plan

Given a copy of my treatment plan

Asked to talk about my goals in caring for my illness

“h e

my traditions when they recommended treatments to me

Satisfied that my care was well organized

Given choice about treatment options to think about

6
7. Asked to talk about any problems with my medicines or their effects
8
9

Asked how my chronic condition affects my life

* Be sure that the doctor knows that I understand the treatment plan

10. Given a written list of things I should do to improve my health

11. Helped to set specific goals to improve my eating or exercise

12. Shown how what I did to take care of myself influenced my condition

13. Helped to plan ahead so I could take care of my condition even in
hard times

14. Asked questions, either directly or on a survey about my health habits

15. Asked how my visits with other doctors were going

16. Told how my visits with other types of doctors, like the eye doctor or

other specialist helped my treatment

* Understand the responsibilities of the different healthcare professionals

17. Contacted after a visit to see how things were going

18. Referred to a dietitian, health educator, or counsellor

* Able to communicate with my IBD healthcare provider in a timely manner

19. Encouraged to go to a specific group or class to help me cope with my

chronic condition

20. Encouraged to attend programs in the community that would help me

Helped to make a treatment plan that I could carry out in my daily life

Sure that my doctor or nurse thought about my values, beliefs, and

Category: planning

1. Co-create a treatment plan with my IBD provider that takes
into consideration my personal goals, receive a written copy of
this treatment plan, ensure my understanding of this plan, and
review the plan with my IBD provider on an ongoing basis.

Category: goals and self-care

2. Given a written list of resources and ideas to self-manage my IBD
and improve my health in areas including eating, exercise, pain
management, medication, and additional provider suggestions.

3. Helped to plan ahead to help manage changes in my condition.

4. Asked questions about my health habits (diet, exercise, stress,
mental health, etc.).

Category: clinical visits

5. Discuss with my IBD provider the roles and responsibilities of
the different professionals involved in my care, discuss how these
visits are going, and how they help with my treatment

6. Contacted by my IBD provider after a visit to follow up to see
how things were going, especially after changes in my therapy,
medication, surgery, etc.

7. Referred to additional healthcare providers such as a dietitian,
health educator, or counsellor if needed

8. Able to communicate with my IBD healthcare provider in a
timely manner

Category: programs

9. Encouraged to attend community groups, classes, or programs to
help me learn more about and self-manage my IBD

*Newly created item suggested by participants during the Round 2 process.

older adults prioritized being actively involved in their
IBD care through the co-creation and ongoing evaluation
of the treatment plan as a shared process with providers.
The top 3 prioritized statements focus on the importance
of a collaborative relationship between IBD providers and
persons living with IBD. This prioritization of a co-created
treatment plan and a collaborative relationship between
provider and patient can be described as utilizing a shared
decision-making approach. Shared decision-making is
defined as the collaborative process in which the pa-
tient and provider make decisions together that are in-
clusive of patient preferences.'”' This individualized

and patient-centred approach to IBD care delivery was
highlighted as important by persons living with IBD in a
recent Canadian study.??

It is important to note that the top 3 prioritized statements
focus on the relationship between the healthcare provider and
the older adult living with IBD. Research has shown that the
quality of the relationship between providers and patients
influences the degree of patient involvement.”* The better the
relationship, the higher the degree of involvement. Having
trust in the provider and feeling cared for and listened to are
also components that impact the willingness to be engaged in
decision-making processes.?
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Table 5. Descriptive statistics of the 9 revised statements in IBD healthcare for older adults by importance.

n Median Mean (SD) Consensus
(IQR) median score
between 7
and 9
n (%)
Co-create a treatment plan (including short-term and long-term goals) with my IBD provider that 25 9 (8-9) 7.84 (1.86) 20 (80%)
takes into consideration my personal goals, receive a written copy of this treatment plan, ensure
my understanding of this plan, and review the plan with my IBD provider on an ongoing basis.
Contacted by my IBD provider after a visit to follow up to see how things were going, especially 25 9 (8-9) 7.84 (2.13) 21 (84%)
after changes in my therapy, medication, surgery, etc.
Given a written list of resources and ideas to self-manage my IBD and improve my health 25 8 (7-9) 7.72(1.99) 21 (84%)
in areas including eating, exercise, pain management, medication, and additional provider
suggestions.
Able to communicate with my IBD healthcare provider in a timely manner. 25 8(7-9) 7.68 (1.82) 21 (84%)
Helped to plan ahead to help manage changes in my condition. 25 8 (7-9) 7.44 (1.96) 19 (76%)
Asked questions about my health habits. 25 8(7-9) 7.32(2.12) 19 (76%)
Referred to additional healthcare providers such as a dietitian, health educator, or counsellor if 25 8 (6-9) 6.84 (2.58) 17 (68%)
needed.
Discuss with my IBD provider the roles and responsibilities of the different professionals in- 25 7 (6-9) 6.8 (2.52) 17 (68%)
volved in my care, discuss how these visits are going, and how they help with my treatment.
Encouraged to attend community groups, classes, or programs to help me learn more about and 25 7 (5-8) 5.72(2.70) 14 (56%)
self-manage my IBD.
"Rating scale (1 = extremely unimportant, 9 = extremely important); IQR = interquartile range; SD = standard deviation.
Table 6. Descriptive statistics of the final 9 revised statements in IBD healthcare for older adults by priority order.
Statement n Median Mean (SD)
(IQR)
Co-create a treatment plan (including short- and long-term goals) with my IBD provider that takes 25 1(1-3) 2.12 (1.67)
into consideration my personal goals, receive a written copy of this treatment plan, ensure my under-
standing of this plan, and review the plan with my IBD provider on an ongoing basis.
Contacted by my IBD provider after a visit to follow up to see how things were going, especially after 25 4 (2-5) 3.76 (1.79)
changes in my therapy, medication, surgery, etc.
Able to communicate with my IBD healthcare provider in a timely manner. 25 4 (2-6) 4.24 (2.39)
Given a written list of resources and ideas to self-manage my IBD and improve my health in areas in- 25 5(3-6) 4.68 (2.27)
cluding eating, exercise, pain management, medication, and additional provider suggestions.
Helped to plan ahead to help manage changes in my condition. 25 5(3-6) 4.92 (2.31)
Asked questions about my health habits. 25 5(3-7 5(2.43)
Discuss with my IBD provider the roles and responsibilities of the different professionals involved in 25 6 (4-7) 5.72 (2.35)
my care, discuss how these visits are going, and how they help with my treatment.
Referred to additional healthcare providers such as a dietitian, health educator, or counsellor if needed. 25 (5-8) 6.36 (1.75)
Encouraged to attend community groups, classes, or programs to help me learn more about and self- 25 8-9) 8.2 (1.32)

manage my IBD.

‘Rating scale (1 = most important to 9 = least important); IQR = interquartile range; SD = standard deviation.

Communication, between providers and older adults
with IBD, is also an important element within the top 3
prioritized statements. Effective reciprocal communication
between providers and persons with IBD and ensuring an
understanding of treatment and disease management in-
formation results in increased satisfaction with treatment
decision-making.'®!>?* As a result of effective communication
and understanding, persons with IBD are better able to make
informed decisions related to their care.

The need for information related to IBD was seen as impor-
tant to individuals in this study, as evidenced by a higher (top
4) ranking of the statement ‘given a written list of resources

and ideas to self-manage my IBD and improve my health’.
The key information needs for persons living with IBD in
the literature are related to nutrition, medication, and treat-
ment options.” By knowing information on these specific
topics, persons with IBD can better self-manage their disease.
However, the source of the information also influenced the
rankings as the lowest priority item was related to ‘attending
groups, classes, or programs to help learn more about and
self-manage 1BD’. Participants expressed they did not like
group environments and felt information should come from
IBD providers. The preference for seeking information related
to IBD from providers was also noted in other studies.?>?52¢
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Greater health literacy, that is understanding health informa-
tion to make appropriate healthcare decisions, regarding IBD
results in more positive patient-reported health outcomes.?”

Implications for practice

Most providers are supportive of shared decision-making,
particularly when persons living with illness want to be in-
volved in the process and where multiple treatment options
exist.” However, both providers and persons living with
illness report barriers such as a lack of resources and time
to fully engage in shared decision-making.?** Also, shared
decision-making may not be appropriate in all situations for
all persons with IBD.?® To start the shared decision-making
process and mitigate the barriers, providers could provide
the list of 6 final statements and ask persons living with IBD
to prioritize them or add additional statements to deter-
mine what the priority is for each patient with the goal of
achieving individualized, patient-centred care. An alternative
would be to provide the list of final statements and ask the
person with IBD what matters most to them. By asking per-
sons with IBD what matters most, prioritized goals of care
can be illuminated®' and can be the focus of the individualized
co-created treatment care plan that was identified as a pri-
ority in this study. To facilitate the co-creation of treatment
care plans more generally, interdisciplinary gastroenterology
providers and persons with IBD could collaborate to create
a personalized written care plan®? template that could be in-
tegrated into clinic appointments and individualized based
on priorities for care. This document could also include a
space for follow-up plans and a written list of resources for
individuals with IBD.

Limitations and future research

A convenience sample was used for this study which could
have contributed to sampling bias. We experienced attrition
from the study by Round 3 which could lead to response bias.
The PACIC instrument’® is not specific to IBD, but general to
all chronic health conditions. This factor was mitigated by
having all participants provide suggestions for revisions to
the statements to be more directed to IBD-specific care. Most
participants were diagnosed with IBD before 60 years of age
and for the majority of participants, it had been over 6 months
since they last saw their IBD provider. Thus, conversations re-
lated to the items listed on the PACIC instrument may have
occurred months or years earlier and may not have been
recalled by participants (ie recall bias). Most participants
were female, and responses may not represent the views
and priorities of others. By virtue of being involved in the
group Delphi process, the pressure to conform to the group
responses is a possibility and limitation. However, responses
from Rounds 1 and 2 were reported to the participants in a
de-identified manner where median rankings (not individual)
were provided. Also, participant rankings for Rounds 1 and
3 were completed independently (individually and not in a
group setting) to hopefully mitigate pressures to conform
to group responses. This study was conducted in a single
Western Canadian province. A subsequent multiprovince/
national study with a larger sample to indicate the level of
importance and determine prioritized statements would
be helpful. Obtaining IBD provider rankings on the level
of importance of the revised nine statements would enable

comparisons to be made between the difference in expecta-
tions between providers and individuals with IBD. It would
also be helpful to gather input into how the top prioritized
statements could be integrated into practice from a multidis-
ciplinary and patient-centred lens.

Conclusion

With the increasing prevalence of IBD in older adults and
the focus on patient-centred care, it is critical to learn more
about what matters to older adults in relation to their IBD
care. Co-creation of a treatment plan which can be enabled
by shared decision-making between the person with IBD
and the provider was deemed as a priority to older adults in
their IBD-related care. Facilitating collaborative relationships
and understanding individual priorities for IBD-related care
for older adults has the potential to enhance positive health
outcomes and quality of life.

Acknowledgments
Thank you to the study participants.

Author Contributions

All authors provided substantial contributions to the study
conception and design. Noelle Rohatinsky, Natasha Tooke,
and Juan-Nicolds Pefia-Sdnchez contributed to the data in-
terpretation and drafted the manuscript. All authors revised
the manuscript critically for important intellectual content,
approved the final version for publication, and agreed to be
accountable for all aspects of the work.

Funding

The authors gratefully acknowledge the Saskatchewan Health
Research Foundation (Align Grant #6402) for funding this
research.

Conflict of Interest

N.R. has received speaker fees from Abbvie, Amgen, and
CANIBD. S.F. has received consulting fees from Abbyvie,
Janssen, Takeda, Pendopharm, Pfizer, Amgen, Sandoz, and Eli
Lilly. S.F. has received payment from Abbvie, Janssen, Takeda,
Pendopharm, Pfizer. S.F. has received support or attending
meetings and/or travel from Pfizer. C.R.-C. has received con-
sulting fees from Takeda. C.R.-C. has received support or
attending meetings and/or travel from Pfizer. D.M., J.-N.P.-S.,
N.T., and J.W. declare no conflicts of interest.

Data Availability

The data underlying this article cannot be shared publicly
to protect the privacy of individuals who participated in the
study.

References

1. Windsor ], Kuenzig ME, Murthy S, et al. The 2023 impact of in-
flammatory bowel disease in Canada: executive summary. | Can
Assoc Gastroenterol. 2023;6(S2):51-S8.



392

10.

11.

12.

13.

14.

15.

16.

17.

18.

Journal of the Canadian Association of Gastroenterology, 2024,Vol. 7, No. 5

Shaffer S, Kuenzig ME, Windsor J, et al. The 2023 impact of inflam-
matory bowel disease in Canada in 2023: special populations—
IBD in seniors. ] Can Assoc Gastroenterol. 2023;6(52):S45-S54.
Coward S, Benchimol E, Bernstein C, et al. Forecasting the inci-
dence and prevalence of IBD: a Canadian nation-wide analysis.
Gastroenterology. 2022;162(7):5412-5413.

Rohatinsky N, Russell B, Read K. The experiences of older adults
with inflammatory bowel disease: a scoping review. Gastroenterol
Nurs. 2023;46(4):296-308.

Pena-Sanchez JN, Lix L, Teare G, et al. Impact of an integrated
model of care on outcomes of patients with inflammatory bowel
diseases: evidence from a population-based study. ] Crobns Colitis.
2017;11(12):1471-1479.

Schoenfeld R, Nguyen G, Bernstein C. Integrated care models:
optimizing adult ambulatory care in inflammatory bowel disease. |
Can Assoc Gastroenterol. 2020;3(1):44-53.

Coleman K, Austin B, Brach C, et al. Evidence on the chronic
care model in the new millennium. Health Aff (Millwood).
2009;28(1):75-85.

Barr V, Robinson S, Marin-Link B, et al. The expanded chronic care
model: an integration of concepts and strategies from population
health promotion and the chronic care model. Healthcare Quart.
2003;7(1):73-82. https://doi.org/10.12927/hcq.2003.16763
Glasgow R, Wagner E, Schaefer ], et al. Development and valida-
tion of the patient assessment of chronic illness care (PACIC). Med
Care. 2005343(5):436-444.

Rohatinsky N, Cave J, Fowler S, Risling T, Pefia-Sanchez JN.
An exploratory study of health-related quality of life and care
experiences in older adults with inflammatory bowel disease. ] Can
Assoc Gastroenterol. 2023;6(3):116-124. https://doi.org/10.1093/
jcag/gwac039

Rohatinsky N, Chauhan U, Currie B, et al. Older adults with in-
flammatory bowel disease in Canada: an exploratory study of care
experiences and health-related quality of life. Gastroenterol Nurs.
2023;47(1):41-51. https://doi.org/10.1097/sga.0000000000000776
Taleban S, Colombel J, Mohler M, et al. Inflammatory bowel dis-
ease in the elderly: a review. | Crobns Colitis. 2015;9(6):507-515.
Jorm A. Using the Delphi expert consensus method in mental
health research. Aust N Z | Psychiatry. 2015;49(10):887-897.
Keeney S. The delphi technique. In: Gerrish K, Lacey A, Cormack
D, eds. The Research Process in Nursing. 7th edn. Wiley-Blackwell;
2015, p 267-278.

Akins R, Tolson H, Cole B. Stability of response characteristics of a
Delphi panel: application of bootstrap data expansion. BMC Med Res
Methodol. 2005;5(37):1-12. https://doi.org/10.1186/1471-2288-5-37
Diamond I, Grant R, Feldman B, et al. Defining consensus: a sys-
tematic review recommends methodologic criteria for reporting of
Delphi studies. ] Clin Epidemiol. 2014;67(4):401-409. https://doi.
org/10.1016/j.jclinepi.2013.12.002

Fox J, Lipstein E. Shared decision making in gastroenterology:
challenges and opportunities. Mayo Clinic Proceeed: Innovat,
Qual, Outcomes. 2020;4(2):183-189.

Matsuoka K, Ishikawa H, Nakayama T, et al. Physician—patient com-
munication affects patient satisfaction in treatment decision making:

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

a structural equation modelling analysis of a web-based survey in
patients with ulcerative colitis. | Gastroenterol. 2021;56(9):843—
855. https://doi.org/10.1007/s00535-021-01811-1

Veilleux S, Noiseux I, Lachapelle N, et al.; iGenoMed Consor-
tium. Patients’ perception of their involvement in shared deci-
sion making: key factors in the treatment of inflammatory bowel
disease. Patient Educ Couns. 2018;101(2):331-339. https://doi.
0rg/10.1016/j.pec.2017.07.028

Villar Bustos M, Andina-Diaz E. Inflammatory bowel disease:
patients’ and professionals’ perceptions of shared decision-making.
Acta Paulista de Enfermagem. 2021;34:eAPE000765. https://doi.
org/10.37689/acta-ape/2021A0000765

Ye B, Travis S. Improving the quality of care for inflammatory
bowel disease. Intestinal Res. 2019;17(1):45-53.

Mirza R, MacKean G, Shaffer S, et al. Patient experiences in the
management of inflammatory bowel disease: a qualitative study. |
Can Assoc Gastroenterol. 2022;5(6):261-270.

Buljac-Samardzic M, Clark M, van Exel N, et al. Patients as team
members: factors affecting involvement in treatment decisions from
the perspectives of patients with a chronic condition. Health Ex-
pect. 2022;25(1):138-148.

Rubin D, Hart A, Panaccione R, et al. Ulcerative colitis nar-
rative global survey findings: communication gaps and
agreements between patients and physicians. Inflamm Bowel Dis.
2021;27(7):1096-1107.

Norouzkhani N, Faramarzi M, Ghodousi Moghadam S, et al. Iden-
tification of the informational and supportive needs of patients
diagnosed with inflammatory bowel disease: a scoping review.
Front Psychol. 2023;14:1-17.

Vutcovici M, Sewitch M, Kachan N, et al. Patient perspectives
of IBD care and services: an integral part of a pan-Canadian
quality improvement initiative. J. Can. Assoc. Gastroenterol..
2021;4(5):229-233. https://doi.org/10.1093/jcag/gwaa044
Tormey L, Reich J, Chen Y, et al. Limited health literacy is associ-
ated with worse patient-reported outcomes in inflammatory bowel
disease. Inflamm Bowel Dis. 2019;25(1):204-212.

Pollard S, Bansback N, Bryan S. Physician attitudes toward
shared decision making: a systematic review. Patient Educ Couns.
2015;98(9):1046-1057. https://doi.org/10.1016/j.pec.2015.05.004
Pieterse A, Finset A. Shared decision making: much studied, must
still unknown. Patient Educ Couns. 2019;102(11):1946-1948.
Song K, Wu D. Shared decision-making in the management of
patients with inflammatory bowel disease. World | Gastroenterol.
2022;28(26):3092-3100. https://doi.org/10.3748/wjg.v238.
i26.3092

Kochar B, Ufere N, Ritchie C, et al. The SMs of geriatrics in gas-
troenterology: the path to creating age-friendly care for older
adults with inflammatory bowel diseases and cirrhosis. Clin Transl
Gastroenterol. 2022;13(1):¢00445.

Sheldon E, Roman S, Randall K, et al. P670 “What matters to
you?”—How do patient views compare with a patient experience
framework and UK national standards of care? | Crohns Colitis.
2023;17(Supplement_1):i801-i802. https://doi.org/10.1093/ecco-
jec/jjac190.0800


https://doi.org/10.12927/hcq.2003.16763
https://doi.org/10.1093/jcag/gwac039
https://doi.org/10.1093/jcag/gwac039
https://doi.org/10.1097/sga.0000000000000776
https://doi.org/10.1186/1471-2288-5-37
https://doi.org/10.1016/j.jclinepi.2013.12.002
https://doi.org/10.1016/j.jclinepi.2013.12.002
https://doi.org/10.1007/s00535-021-01811-1
https://doi.org/10.1016/j.pec.2017.07.028
https://doi.org/10.1016/j.pec.2017.07.028
https://doi.org/10.37689/acta-ape/2021AO000765
https://doi.org/10.37689/acta-ape/2021AO000765
https://doi.org/10.1093/jcag/gwaa044
https://doi.org/10.1016/j.pec.2015.05.004
https://doi.org/10.3748/wjg.v28.i26.3092
https://doi.org/10.3748/wjg.v28.i26.3092
https://doi.org/10.1093/ecco-jcc/jjac190.0800
https://doi.org/10.1093/ecco-jcc/jjac190.0800

	Identification and prioritization of patient-centred strategies to enhance IBD-related care for older adults: a modified Delphi approach
	Background
	Methods
	Research design
	Setting, sample, and recruitment
	Data collection and analysis

	Results
	Participant demographics and frequency of occurrence
	Round 1 rankings
	Round 2 online discussion
	Round 3 rankings

	Discussion
	Implications for practice
	Limitations and future research

	Conclusion
	Acknowledgments
	References


