


Demographics English Survey (n = 121) French Survey (n = 18)

Respondents (%)

Patients 68 89

Health professionals 19 6

Caregiver/family member 11 6

Other 2 0

Gender (%)

Men 24 28

Women 75 72

Fluid/non-binary/two-spirited 1 0

Age (years)

18-30 8 0

31-40 5 11

41-50 18 6

51-60 20 33

61-70 26 17

71+ 21 28

• Majority of 
respondents are 
patients and women 



Q3: The most important ways that CCPENA can support patients and caregivers?

Key findings:
• Opportunities for 

connection and networking
• Information sessions, 

resources and educational 
materials

• Patient support groups

Please note: 
No responses from French survey.



Q4: What resources, tools or education should we try to address?

Key findings:
• Canadian-specific content related to 

patients on HPN or with SBS
• Webinars, conferences, seminars, 

infographics, etc.
• Assessment tools for caregivers
• Apps
• Access to nutrition products/recipes
• Resource access for support groups

Please note: 
No responses from French survey.



English Survey (n = 121) French Survey (n = 18)

Resources (%)

HPN Program Staff 95 33

HPN Peer Support 9 33

The Oley Foundation 16 0

Teaching Manual 33 58

• CHUM de Quebec
• A manual provided by the TPN department 

at the University of Montreal
• CLSC
• Clinical nurse at the gastroenterology 

department
• “I receive parenteral nutrition. No one 

helps me. I do everything myself.”

Q11: What resources do you use to currently manage your/patients HPN?

Other resources that are currently used include:
• Family support
• Homecare
• ACH nurses
• Personal interactions with national and global 

patients and professionals, conferences, 
seminars, reading, web

• Saskatchewan TPN program set up and staff
• Facebook group



English Survey (n = 121) French Survey (n = 18)

Additional resources (%)

Recorded webinars 39 43

Online tutorials/How to videos 61 21

Infographics on specific topics 41 14

Resource guide 46 50

Links to funding support programs 26 36

Links to other organizations 33 21

Access to home care nursing support 27 50

Key findings:
• Others included website monthly 

newsletters, better bedside manner 
training, HPN staff member available 
to visit new patients at home to help 
them set up everything, guidance on 
using space efficiently, general 
information on procedures, peer 
support, resources for the weekly 
dressing

• Many also mentioned they have the 
support they require

Q12: What additional resources would be useful to assist you in managing/better 
managing your/patients HPN?



TOP 3:
1) Webinars
2) In-person meetings (2-3 hours in length)
3) Mini virtual conference (3-4 hours in length)

Q13: What types of education sessions or meetings are of interest to you?

Q14: What topics would you like 
included in education initiatives?

Top 10 of 28 topics English Survey (n = 121) French Survey (n = 18)

1 Travel New products/technology

2 Central venous catheter Central venous catheter

3 Dehydration Long-term complications

4 Long-term complications Emergency Preparedness

5 New products/technology Research

6 Advocating for self/family Funding support

7 Quality of life on HPN Advocating for self/family

8 Diet Quality of life on HPN

9 Psychosocial issues Physical activity

10 Teduglutide for ASB Syndrome Diarrhea

Other topics not listed:
• Pregnancy on HPN
• Vegan options
• Communication
• Knowledge from experienced
• Unexpected issues
• Retirement homes for TPN 

patients



Q15: How often should education sessions or meetings be offered?
English Survey (n = 121) French Survey (n = 18)

Yearly 18 33

Quarterly (every 3 mo.) 37 33

Semi-annually (every 6 mo.) 37 33

Other 9* 0
*As needed or when 
new issues arise

Q16: Do you have any barriers to attending virtual education sessions?
• The majority (>80%) stated “no” in both surveys
• Some barriers included conflicts with schedules, visual impairment and unable to access computer, health status, no 

internet or interest in computer technology, language (i.e. hosting a session in French).

Q17: Do you have any barriers to attending in-person events?
• At least 1/3 of respondents experienced barriers
• Barriers included time, distance, expense, health status, impact on family, Covid-19, travel



Q18: Would you find it useful to be able to participate in some form of networking, 
peer group activity?

• The majority stated “yes” (59% in English survey vs 87% in French survey)

Q19: What form of networking would be most effective to you?
English Survey (n = 121) French Survey (n = 18)

HPN Peer Support Network (%) 59 33

Networking events (available virtually) (%) 34 33

Online forum (%) 67 33

Other (%) 11 0

Other suggestions:
Events offered in French
Private intervention
All of the above


