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ABSTRACT 

A multimethod descriptive, qualitative and quantitative research design was used to 

study the concept of quality of life of adults living with home enterai nutrition and to 

determine what life is like living the experience. Emphasis in this study is on the 

qualitative ethnographically-oriented i n t e ~ e w s  which are then supported by 

quantitative data supplied by the SF-36 Health Survey results. Twelve adults, within 

the Manitoba Home Nutrition Program, were interviewed using a semi-structured 

interview guide. Al1 interviews were audio-taped, transcribed verbatim and coded 

using a tnnemonic system developed by the investigator. Comrnon themes were 

determined based on frequencies. Theme-related codes were searched using the 

edit/find function in MSOffice Word cornputer software. The SF-36 Health Survey 

was scored as per Medical Outcomes Trust scoring procedures. The SF-36 scores 

were compared to U.S. population noms and parallel technologies (home parenteral 

nutrition, dialysis, ventilator support) using t-tests. The SF-36 Health Status Survey 

results indicate that the home enteral nutrition group reported lower levels of physical 

functioning, physical role, general health, vitality, and social function than the average 

US. population. This was confirmed by the qualitative analysis. Comrnon themes 

identified included: immobility due to the pole; time comrnitment infringes on 

activities; impact on normality; and benefits including survival. Managing the tube 

feed regimen poses many challenges to individuals. Those individuals that are able to 

adjust and adapt their own treatments to fit their lifestyles report less restraints 

imposed by this technology. 
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1. Introduction 

What is it like t o  live on nutrition support? What is it like to receive eighty to 

one hundred percent of your food via a tube? Enteral nutrition involves feeding 

directly into the stomach or small bowel with a feeding tube. Speciaily fomulated 

liquids are delivered to the stomach or small bowel via either a naso-intestinal tube, a 

gastrostomy or a jejunostomy. Heaith professionals prescribe nutrition support on a 

long terni basis but there is very little research on the implications of this regimen on 

an individual's quality of  life. 

An extensive bibliographie search produced no publications examining the 

impact of home enteral nutrition support on quality o f  life. The majority of the 

literature discussing quality of life and enteral feeds involves individuals in vegetative 

States and focuses on the ethical issues of prolonghg life. (Ashby and Stoffell 1995, 

Curran and Hyg 1994, Dunlop et al. 1995, Glover 1990. Goldstein and Fuller 1985, 

Lo and Dornbrand 1986, Steinbrook and Lo 1986, Steinbrook and Lo 1988). 

What life is like for individuais receiving long terni tube feeds at home is 

unknown. Health care professionals can make assumptions based on clinical 

observations but no systematic data exists on the ernic perspective of the patient. 

Hence the purpose o f  this research project is: 



To determine what life is like for individuals, within the Manitoba Home Nutrition 

Program, who are receiving long terni tube feeds a t  home using qualitative and 

quantitative research rnethodology. Quality of life data (QOL) will be obtained 

using ethnographically-oriented semi-stnictured interviews in conjunction with a 

standardized survey to assess health status and well being (SF-36 Health Survey: 

English-Canadian version). 

The idea for this multimethod approach emerged fiom a preliminary 

unstructured interview that was conducted by the researcher in previous work using 

the principles of  grounded t heory . In t his preliminary unstructured interview, wit h an 

elderly woman receiving home nutntion support, two main themes were identified. 

The two themes were: 1 ) the informant's perception that her life was now regimented 

and restncted by her ngidly timed feedings; and 2) her inability to cope with never 

eating again. The first theme, in the woman's narrative was raised twenty-seven times 

and the latter twenty times in a one hour interview (Hotson 1992). 

Not al1 individuals receiving home nutntion support are unable to consume 

food but al1 rnust maintain feeding regimens. The messages revealed in this interview 

were consistent with Strauss's comments regarding management of regimens: 

"regimens may even occupy so much time that they are virtually at the centre of a 

person's life" (Strauss 1984, 37) and that "regimens lead increasingly to social 

isolation"(Strauss 1984, 40). 



At the end of the preliminary unstructured interview when asked "What does 

this artificial feeding mean to you?" The informant stated: 

"Actually I shouldn't Say this, if t didn't have it I'd probably be dead and 
sometirnes I wonder if there is an easy way out. It's prolonging a very difficult 
thing.. . . I'm just prolonging this lingering death, that's all." 

This theme was only stated once. in this single brief interview. but it should not be 

overlooked. 

This prelirninary unstructured interview triggered many questions. Are these 

consistent themes amonsst most individuals receiving home nutrition support? Would 

people with different ages. different disease states and different tube feed regimens tell 

different stories? How does home nutrition support impact on an individual's quality 

of life? 

To answer these questions the researcher chose to utilize a multimethod 

approach for the research design. Ethnographicdly-oriented inteMews were selected 

in order to extract general information fiom the respondents since very little is known 

about what life is like on home enterai nutrition. Discussing life on home enteral 

nutrition covers the many domains that are believed to form the construct of quality of 

life. These domains include: social function, health, psychological and emotional 

well-being, perceptions of well-being, socio-econornic status, and physical function. 



The combination and corroboration of both qualitative and quantitative 

research methodologies strengthens one's results. To support the qualitative data it 

was decided to quantify quality of life using the SF-36 Hedth Survey. This 

measurement tool was selected for the following reasons: I ) it is a well accepted 

generic tool for measuring quality of life in many disease States (Bowling 1995); 2) 

the eight health dimensions are consistent with the quality of life construct (Hotson 

1993); 3) the questionnaire can be administered in five to ten minutes (Ware 1993); 4) 

vaiidity and reliability have been well tested (McHomey, Ware, and Raczek 1993. 

McHorney, Ware and Sherboume 1994); and 5) data can be compared to population 

noms or across studies (Ware 1993). Details regarding the methods of the research 

design can be read in chapter two. 

Supporting literature is cited throughout the entire dissertation but the 

concentrated literature review is found in chapter three. This chapter contains two 

main sections. The first section of this chapter provides supporting literature for the 

rationale of selecting ethnogaphically oriented interviews and the SF-36 Health 

Survey for the QOL measurement tool. The second section encompasses a bnef 

literature review on quality of life of individuals dependent on other life supporting 

technologies deemed parallel to home enteral nutrition by the author. These 

technologies include home parenteral nutrition, dialysis and ventilation. 



The study sarnple is described in chapter four including demographic 

characteristics. tube feed characteristics, treatment duration, illness states. weight 

history and whether or not food is consumed orally. Case studies of four selected 

informant narratives are presented. This enables the researcher to set the stage on 

what life is like on home tube feeds. These narratives highlight some of the themes that 

will be covered later in the thesis. 

In order to continue setting the stage for the  emeging themes, the qualitative 

data is also introduced. using a different format, in chapter five "Living with Horne 

Enteral Nutrition". The responses to the first experience question 'What is it like to 

live on tube feeds?' is summarized in this chapter. Themes introduced in this chapter 

include: the pole: the impact of the tube feed regimen on time; the restrictive nature of 

the treatment. the difficult nature of adjusting to this technology; the positive aspects 

of the technology keeping them aiive; recall of food preferences: the impact of 

continuous nocturnal feeds on one's sleep: and themes emphasizing that one can not 

isolate tube feeds fiom the effects of their illness on their life. Subsequent chapters 

elaborate on these themes. It is important to note that chapter five is only an 

introduction to these themes. Only a few respondents may have mentioned these 

themes during their response to the first question while othen may have discussed 

these themes later in the interview. One needs ro get a better representation from the 

group as a whole to determine that these are comrnon themes. 



One common theme. as discussed in chapter six, pertained to the equipment 

associated with the tube feeds. The intravenous pole. in particular, was viewed as  

restrictive and cumbersome in nature. lndividuals felt that the pole significantly 

impacted on their mobility. 

Managing tube feed regimens can pose many challenges to individuals living 

this experience. as  demonstrated in chapter swen. The impact this tube feed regimen 

has on time and how individuals organize their time and adopt alternate feeding 

methods to enhance flexibility in their treatment is an example o f  such challenges. The  

tube feed regimen impacts their social lives. their favounte activities. sleep and their 

sense of normality. 

Entrenched in most of  the responses was the theme that the tube feeds were 

intertwined with their illness regardin9 its effects on life. As illustrated in chapter 

eight, respondents had a difficult time separating themes about life with tube feeds 

fiom themes related to illness and health. For rnany, they were one in the same. It 

was the combination of everything that impacted on their quality of life. 

Despite the challenges, there are positive aspects of home entera1 nutrition. 

The positive themes are not frequently mentioned durin% the interviews but are 

definitely strongly conveyed. In chapter nine the reader will see that the concept of 

survival is a short but strong message. 



In the  final two chapters, we retum to  investigating quality o f  life as perceived 

by the Manitoba Home Nutrition Proyram respondents.. The tenth chapter examines 

the qualitative analysis o f  the interview data. When respondents are asked to descnbe 

their own quality of life. they mention domains that impact significantiy on their qualitv 

of life. The eleventh chapter. on the other hand. examines the quantitative anaiysis of 

quality of life as measured by the SF-36 Health Survey. This data is then compared to 

U S .  n o m s  and across studies to other parallel technologies including: home 

parenteral nutrition, didysis and ventilation. 

Consistencies between the themes o f  what life is itke on  home enteral nutrition, 

the qualitative thernes and the quantitative results of quality of life are summarized in 

the conclusion. 

Before one cm g o  any further some background information on the group and 

service delivery program under study is required. 

The Manitoba Home Nutrition Program: 

The Manitoba Home Nutrition Program (MHNP) is a provincial endeavour 

funded by the Manitoba Health SeMces Commission to provide home-based nutn tion 

t herapy to individuals. Nutrition t herapy may consist of eit her entera1 nutrition, 

parenteral nutrition or hydration therapy. Parenteral nutrition is used for patients who 



are unable to absorb adequate nutrients through the digestive system. These patients 

are fed via an intravenous line placed in a large vein. Hydration therapy is used for 

patients requinng fluid. but not nutrition. Entera1 nutrition involves feeding directly 

into the stomach or smail bowel with a feedins tube. The program is a shared venture 

between Health Sciences Centre and St. Boniface General Hospital and has been 

formally in operation since 199 1 . 

The mission of the MHNP is to facilitate the optimal delivery of specialized 

nutrition support at home. utilizing a team-centred approach. The Nutrition tearn 

consists of dietitians. nurses. physicians. a pharmacist. and pharmacist technician. The 

MHNP is committed to excellence in the provision of comprehensive assessment, 

education and ongoing evaluation of individuals requiring nutrition support at home. 

One of the goals of the MHNP is to enhance the quality of life of Manitobans who 

require specialized nutrition support at home. 

Pnor to this research project, the program had approximately 5 parenteral 

nutrition clients, 88 enteral nutrition clients and O hydration clients. The home enteral 

nutrition group is of interest due to the limited information available in the literature 

regarding this patient population. 



II. Research Design and Methods 

Studv Design 

A multimethod descriptive. qualitative and quantitative researc h design was 

used to study the concept of quality of life of adults living with home entera1 nutrition 

and to detemine what life is like living the experience. Emphasis in this research is on 

the qualitative ethnographically-oriented intewiews which are then supported by 

quantitative data supplied by the SF-36 Health Survey results. The advantases of 

adopting a qualitative. narrative approach is clearly stated by Gareth Williams ( 1  987, 

"this concem with measurement appears to have led researchers to overlook 
the significant contribution to understanding that can be derived From 
qualitative studies which examine patients' expenences on their own t e n s  and 
in their own contexts." 

Researchers have studied quality of life using ethnography. (See chapter three 

for examples in the literature). Ethnography. as stated by Laskiwski and Morse (1993, 

144), is: 

'%ased on the presupposition that groups of people share a cultural reality that 
results in their shanns beliefs and values. These beliefs and values are often 
implicit so that they are not readily apparent to those not integrated into the 
culture. Ethnojraphy provides a method for making the implicit expiicit, for 
interpreting the perspective of those within the setting and for comrnunicating 
this perspective to those outside." 

It is important to note that this research project was not an ethno~raphy but 

used ethnographicdly-oriented interviews to obtain qualitative information. 



Quantitative assessrnent of the respondents' quality of life was rneasured using 

the SF-36 Health Survey (see Appendix A for letter of permission from Medical 

Out cornes Trust). The Manitoba Home Nutrition Program patient population is 

diverse in t heir medical backgrounds. treat ments. demographic c haracteristics and 

cultural background. Due to this diversity a generic outcorne rneasurement tool for 

assessing quality of life is most appropriate. Literature supporting the SF-36 Heah h 

Sumey is presented in chapter three. The SF-36 Health Suwey was selected to assess 

health-related quality of life because it is a generic index or rneasurement instrument 

that can be conducted in approximately 5 to 10 minutes. According to Ware ( 1993) it 

has been well tested within a variety of settings. languajes and disease States. 

Conditions and interventions where the SF-36 Health Survey has been used include: 

end stage renai disease with dialysis, bowel cancer. esophaseal cancer. head and neck 

cancer. home ant ibiotic t herapy, imtable bowel syndrome. nutrition and weight loss to 

narne a few (Ware 1993). Therefore. results can be compared across studies and to 

population n o m s  (See chapter eleven for cornparisons to U S .  population noms. and 

to groups supponed by home parenteral nutrition, dialysis and ventilators. ) 

The combination and corroboration of both qualitative and quantitative 

research methodologies strengthens one's results. According to Brewer and Hunter 

( 1 990) the multimethod approach has a number of advantages for theoreticaîly 

oriented research includins the ability to more strongly confirm one's theory when one 



employs multiple methods. No one method of research is perfect and each method can 

benefit fkom corroboration with findings from other methodologies. Employng 

"different types of methods helps to guard against and to correct for inherent 

methodological biases either for or against certain types of theories." (Brewer and 

Hunter 1990, 53). 

Methodoiogies were also adapted. during the data collection penod. to 

accommodate specific individual needs and to capture significant goups that were 

eliminated due to the selection cnteria. Examples of this adaptation are explained later 

in the development of the written interview guide and in the administration of both 

i n t e ~ e w  guides. 

Interview Guide: 

Both the ethnographically-oriented interview and the quantitative SF-36 Healt h 

Survey are combined to Form the structured interview yuide. This i n t e ~ e w  guide (see 

Appendix B) is divided into three sections: 1 ) SF-36 Health Survey: 2) background 

information including demojraphic characteristics. weight history. duration on tube 

feeds, tirne involvement with feeds, volume and type of feeds: and 3 )  expenence on 

tube feeds (e .g .  How has tube feeds affected your farnily, work and social life?). 

The SF-36 Health Survey was conducted at the besinnin~ of the interview 

because according to Ware ( 1  993, 4 3 )  it is important in the administration of this tool 



t hat one "[does] not discuss respondents' health. health data or ernotions with them 

before they fil1 out the questionnaire." 

Sequence of Semi-Stmctiired Questions: 

The background information questions were pretested (N=7)  to determine 

appropriate sequencin- of questions. During data collection the experience question 

"Why do you need home tube feeds?" was placed earlier in the interview. It originally 

was question number nine and was changed to question number two durinç the first 

interview. It was determined that this information was needed earlier in the interview 

to understand funher responses. 

Reconstructing - Existing Instmrnent s: 

After the first four interviews. the interview guide was re-evaluated and minor 

changes were made. Additional questions penaining to height and hunger were added. 

Probes were also added based on data already collected. For example: 

Question 6. What do you usually do while you're Feeding? (probe re: 
mobility with tube feeds) 

Question 8. How has home tube feeds affected your workinç life? (if 
retired: your activity) 

Question lob. If NO, what is it like to never eat food? (probe re: cravings. 
compensated activities) 

During the interviews. when respondents were asked to describe their quality 

of life, several respondents used the tems poor, fair, good or very good. In order to 



compare these responses. suppiementary questions were asked to elicit how 

respondents would rate their quality of life. 

16. 1 realize that quality of life is difficult to define. but in your own words 
how would you describe your quality of life currently? (if the answer is poor. 
good, etc. ask WHY?) 

Re-wording to Enhance Understanding: 

The last question of the intewiew guide was written to elicit a cornparison 

between the qualitative questions and the quantitative questions in capturing the 

respondent's perception of their health and quality of life. Respondents appeared to 

have a dificult time answering this question. Responses were short and did not 

inwlve claboration. In an attempt to enhance the understanding of this question it was 

re-worded. The ori_~inal question was as follows: 

"What  did y u  think of the written questionnaire at the beginning of the 
interview compared to the verbal questions'? Did the wntten questionnaire 
represent how vou feel about your quality of life'? Did the questions represent 
how you feel about your health?" 

which was then c hançed to this question: 

"At the beginning of the interview you completed a written questionnaire. Did 
the urirtei~ questionnaire represent how you feel about your quality of life? 
Did the questions represent h o w  you feel about your healt h? How did the 
written questionnaire compare to the verbal questions with regards to 
capturing how you felt about your quality of Me? and How you felt about mur 
health?" 



Writren Questionnaire: 

During recruitment the investigator noticed that potential candidates were 

beirig eliminated due to the fact that they were unabie to comrnunicate verbally. A 

significant proportion of patients followed by the Manitoba Home Niitrition Pmgram 

L-. I M  L - -  F head and neck cancer and have lindergone surgical interventions resultin~ in 

impaired oral communication. Lirniting the interview to strictlv verbai input was 

c-c!üding an important group. The stnictured interview guide was redesigned to 

accommodate written input (see Appendix C). Background infornation sections w r e  

ident ical. Insinictions for completin3 the  questions were provided in the Experience 

section. The respondent was encouraged to provide as much detail as possible ahni! 

-L -:- Al. -. U L ~ A  . .-L Icdings. and experiences and to provide exarnples of actual situations. - 
More probes were included in the rvritten questionnaire than uc;c i i idüdd l i i  ihi 

interview yide. 

Sarn~linq 

Our initial target population included al1 individuals who receive home entera1 

nutrition support within the province of Manitoba. A provincial registry of home 

enteral nutrition patients does not exist though and it is difficuit to ascertain the actual 

numbers of individuals who are receiving this treatment. The Manitoba Home 

Nutrition Program at the time of the research project followed approximately 88 

enterai patients within the provincial hedth care system and constituted our sampiing 

frame (see Appendix D). This sarnpling fhme is prograrn specific and results may be 



only generalized to individuals, in Canada who receive home enteral nutrition within 

an organized support program. 

Sampling the MHNP patients was purposive and theoretical. Purposive 

sarnpling concentrates on an identified appropriate patient population. Theoretical 

sampling was based on the potential theory that the patient's qudity of life may be 

more impacted by the underlying disease state than the artificial feeding itself as shown 

in Smith's ( 1993) study with parenterd nutrition. "TPN is not the problem, the 

[underlying disease] is." (Smith 1993, 504). It is important that the final sample reflect 

a broad range of disease states since this is characteristic of the patient population. 

The Manitoba Home Nutrition Program's patient populatiûn is quite diverse. 

Disease states include: cancers, various neuromuscular disorders, cerebral vascular 

accidents (CVA), Crohn's disease. head injury. and rnotility disorders (see Appendix 

D). Patient numbers for each specific disease state are very smdl (n=1-7). The 

exception is cancer (n=27) and neuromuscuIar disorders (n=14) which are the largest 

goups. The age distributions varies. Fie-two percent of the patient population are 

over the age of twenty. During the year these statistics were recorded, 70 patients 

were on the waiting lia. Recent changes within the program have presently eliminated 

this waiting list. 



The MHNP population was screened by the MHNP Coordinator using the 

following inclusion and exclusion criteria: 

Inclusion Criteria: 

1. Registered wit h the Manitoba Home Nutrition Program 

2. Receiving home enteral nutrition support for a minimum of 1 rnonth. 

3. Physically/mentally able to participate in a one and half hour interview as 

judged by the MHNP professional staff. 

4. Age > 18 years. 

5. Male or female. 

6. Fluent in English 

7. Resides in Winnipeg or is willing to be in te~ewed  in Winnipeg. 

8. .Agreeable to consent. 

Exclusion Criteria: 

1.  Receiving home enteral nutrition suppon for less than 1 month. 

2. Agec 18 years. 

3 - Non-English speaking. 

4. Unable to obtain consent. 

A preliminary screening of the MHNP population showed that approximately 19 

subjects would be eligible. Most subjects were eliminated because they were less than 



18 years of age. The researcher decided at the onset that the research project was only 

to investigate quality of Iife in adult patients on home enteral nutrition. The researcher 

did not want to complicate the project by including children. Issues regarding consent. 

and interview content and appropnate quality of life measurement tools differ between 

adult and pediatric populations. 

Based on the MHNP 1996 annual report. it was estimated that approximately 

50% of the sample may have cancer. Cancer may be a potential confounder regarding 

it's impact on quality of life. Cancer's impact and trajectory may differ from that of 

chronic or progressive disease states. Therefore, it was originally planned to strati@ 

the sample into two groups: cancer and non-cancer. Out of the potential nineteen 

candidates though, only four had cancer. Therefore, at the time of research design, 

stratification was not necessary. 

MI eligible patients were asked to participate until approximately tweive to 

nineteen patients were i n t e ~ e w e d  or when saturation was achieved. Saturation refers 

to the point in qualitative research when no new information is being obtained through 

conducting additional interviews. The researcher continued to interview respondents 

until the themes becarne repetitive. Predicted sample size was determined based on 

Kuzel's ( lW&4 1 ) experience: 

"Although the rules are no? hard and fast experience has shown that 6-8 data 
sources or sampling units will suffice for a hornogenous sample, while 12-20 
comrnonly are needed when looking for disconfirming evidence or trying to 
achieve maximum variation. Selection continues to a point of redundancy." 



The smaller sample size was not selected because the pool of potential respondents 

was not homogenous. 

Ethics: 

Ethical approval was obtained From the University of Manitoba Faculty 

Cornmittee on the Use of Human Subjects in Research on April 2. 1997. (see 

Appendix E). Prior to ethical approvai, the researcher had negotiated permission to 

conduct the research with members of the Manitoba Home Nutrition Program Team. 

The Manitoba Home Nutrition Program agreed to support this research project via 

access to their patient population. distributing information letters, contacting patients 

initially and fonvarding names of consentins individuals to the  researcher (see letter of 

support: Appendix F). 

Informed written consent (see Appendix G) was obtained from the informants, 

just prior to their interviews, by the investigator. During the negotiation of informed 

consent, the interview process was explained and permission to tape-record the 

interview was requested. Al1 participants agreed to the audio-taping. informants were 

informed that participation was completely voluntary and that they could withdraw 

from the study at any time. It was also emphasized that their decision would not affect 

the care that they received from the Manitoba Home Nutrition Prograrn. The consent 

agreement made it clear that the researcher was not affiliated with the Manitoba Home 



Nutrition Program in any way and that this research was not funded or initiated by the 

Manitoba Home Nutrition Program. 

Techniques to maintain confidentiality were used when reporting the data. 

These techniques included assigning pseudonyrns to respondents; and removing any 

identifiable features such as occupation, illness States, weight, religion, and family 

members. The researcher acknowledges the fact that the sarnple is small and that 

respondents may be identifiable to the members of the Manitoba Home Nutrition 

Program Tearn ody. 

Method of Recruitrnent : 

In January, 1997, a letter was sent to al1 MHNP clients over the age of 18 who 

resided in Winnipeg, informing them of the study (see Appendix H). This letter was 

mailed by the MHNP secretary. One week following the mailing, the MHNP clients 

were contacted by phone by the MHNP secretary to obtain initial agreement of 

participation. The MHNP secretary followed standard responses to common 

questions as previously written by the researcher(see Appendix 1). Names and phone 

numbers of potential informants (i.e. willing to consent) were forwarded to the 

investigator . 

Twenty-one M W  clients were contacted to participate in the research study. 

Ten agreed to participate and eight did not meet the inclusion criteria. The eight that 



did not meet the inclusion criteria included two who were deceased; one who was no 

longer on the program; one who was no longer receiving tube feeds, two who were 

hospitalïzed and two were unable to cornmunicate verbally. Three clients would not 

give initial consent to participate. The investigator contacted the ten potential 

participants by phone to arrange suitable interview time and location. Eight of the 

potential participants were interviewed and two were never interviewed. One was 

disoriented dunng the entire data collection phase of the research project and the other 

had returned to his native reserve and his imrnediate farnily had lost contact with him. 

Consent was obtained, from individuals who agreed to participate, by the investigator 

pnor to the i n t e ~ e w  (see Appendut G). 

Mer  the structured i n t e ~ e w  guide was redesigned to accommodate wriaen 

input individuals who could not communicate verbally and those who had onginally 

denied access were contacted again to see if they would be willing to participate in a 

written questionnaire. Three out of the five clients agreed to participate and one had 

died. In July 1997, letters were mailed to two more MHNP clients and both agreed to 

participate. Only one of these clients was interviewed because the other was moving 

at the time of data collection and timing was inconvenient. The data was determined 

at that t h e  to be rich and saturated based on cntena of theme repetition. The 

i n t e ~ e w s  became repetitive and inte~ewing was discontinued. 



Data Collection: 

Twelve i n t e ~ e w s  were conducted by the investigator, from May 1 7. 1 997 to 

August 1 2, 1 997. All interviews were conducted in respondent 's place of residence. 

Eight of the interviews were verbal. These i n t e ~ e w s  varied in length fkom one and a 

half houn to three hours and ten minutes. The average tirne per verbal interview was 

two hours (see Table 1). Two inteniews involved written responses. hiring the 

written interviews the respondent was visited in their home by the researcher. During 

this initial visit, consent was obtained and the SF-36 Health Su- was completed. 

The researcher then explained the written questionnaire and a date for pick up of the 

completed fonn was established. The questionnaire was picked up and reviewed by the 

researcher at a later time. Questions regarding clarification of responses were asked 

via the telephone. In one of the cases, questions were asked of the spouse since the 

respondent could not cornmunicate verbaily. 

Table 1 : Characteristics of the Interviews 
- - 

DATE DATE #2 START TiME END TIME 
minutes 

1 

ml Home 
mi Home 
ml Home 
mi Home 
3al Home 
~ b o  Home 
ibo Home 
 en Home 1 

Verbal Home 10:25 A M  
1 1:00 A M  

Total avg. time 
#O12 Verbal Home 



Two i n t e ~ e w s  utilized a combination of both written questionnaire and 

interview. One respondent agreed to participate in the research project but when the 

researcher arrived at her home, she could only comrnunicate using a writing board. It 

was decided at that time to accommodate the research design to fit the needs of this 

respondent. Consent was obtained, the SF-36 Health Survey completed as well as the 

background section of the interview guide. The experience questions included in the 

Witten questionnaire were lefl with the respondent to complete and a second 

i n t e ~ e w  time was set for the foilowing week. In the second combination interview, 

the respondent initiaily started out writing responses to the questionnaire but found it 

diflicult to express himself in writing and later requested a verbal interview. The 

written questionnaire was partially completed and used as the interview guide for 

supplementation. 

Afl verbal i n t e ~ e w s  were audio-taped and transcribed verbatim. Witten 

questionnaires were also transcnbed including information obtained from foUow-up 

interviews conducted using the telephone. These questions and responses were 

recorded using notes and then inserted into the transcript at the appropriate section. 

Two i n t e ~ e w s  were a combination of both responses nom the written questionnaires 

and transcnpts of the interviews. These were transcribed with information organized 

on a question specific basis. The written response was documented fust foilowed by 

any additional information obtained through the i n t e ~ e w .  



Qualitative Data Analvsis 

A mnemonic indexing and coding system was established by the researcher 

during tmnscript reading. Eleven transcripts were read and notes were taken 

surnmaxizing the interviews. A list of codes was developed from the surnmarized 

interview notes (see Appendk 0. Al1 transcripts were coded by the investigator. This 

coding by the investigator as the single rater minimizes inter-coder variation and 

ensures that there were fewer changes in the coding categories as analysis proceeded. 

It is a h  recognized that the approach did not aiiow assessrnent of inter-rater 

reliability . 

The following is an example of the coding system that was used. The 

interviewee is describing the difficult and painful time he has swallowing due to his 

rnedicai condition and treatment. 

2.09; BM: 22s W U 0  W; @ ~ . ~ C A L C O N D I ~ O N :  
~ ~ ~ I C A L :  ~ E R A P Y ;    PAIN: GJDIFFICUL T 
Intentiewee: "'Na I try once in awhile tu swaIlaw something and uh my 
throatjust seems tu close up, it 's very, it seems to be very sensitive to mything 
going d m  it. I c m  swallaw saliva but uh, but uhm Ifor the most p a  I v i t  
it up rmd uh and it 's very sure and uh when I try to dhink something Iike the 
first linle bit may go down. the second litde bit just goes up my nose sort of 
thing, zt 's just, i f s  just uh d m  't work Somethzng 's are just not right there 
yet. And uh the doctor just says it will take tinte. So we just wait and see. 
hoping, trying hard enough but uh, it 's diflinrlt with the chetno. dmor says it 
seems to interfere every time. every few weeks they do sornething to you that 
makes it worse. So. jmt har you stmt to feel Iike you 're gening better and 
your &out feels pretty, not ioo bod, they get to 0 the treaîment and al2 of a 
su&n your thrwt feels terrible again, so.. so, it 's dzflcult. " 



The number 2.09 refers to the second i n t e ~ e w  and the ninth page of the transcript. 

@M means the respondent is male. AU codes were preceded with '@' to distinguish 

codes frorn text when searching the data with computer software. To protect potential 

identifications of inforrnants these identifiers were not incfuded in the final text. 

Cornmon themes were detennined based on fi-equencies in multiple interviews 

using summanzed i n t e ~ e w  notes and searching theme-related codes. These theme- 

related codes were searched using the edit/find function in MSOffice Word computer 

software. Theme files were compiled on clisc. These files were then further analyzed 

into sub-category themes. 

Quantitative Data Analvsis 

The SF-36 Health Survey was scored foIlowing the protocol specified in the 

Medical Outcornes Trust scoring procedures (Medical Outcornes Trust 1994a and 

1994b). Scores were calculated individually and for the total group. Scoring was 

done manuaily using a four step process. The tint aep is item recoding where dl 

responses to the health survey were recoded and assigned final item values. In the 

second step missing data was identifid and a numeric value was calculated to 

substitute for this missing data. If a respondent answered at least fifty percent of the 

items in a scale, the scale score would be the average item score across completed 

items in the sarne scale using recoded values. (resuits indicated 0.23% missing data - 

see chapter eleven). The third step was calculating the raw sale scores for each 



dimension. If the respondent answered at least halfof the items in the d e ,  the raw 

scale score is calculated by summing across the items in the scaie. The h a 1  step 

involves transforming each raw scale score to a continuum where O is the lowest 

possible score and 100 is the highest possible score. This transformeci scale score can 

be interpreted as the percentage of the highest possible score. The transfomed scale 

score is cornputed as follows: 

Transformed scale score = (actual raw sale score - lowest oossible scale score) * 100 
(possible scale score range) 

The sale score range is equivalent to the highest minus the lowest possible scale 

score. 

These transfonned scales cm then be compared to population norms. The 

transfonned scaies for each heaith dimensions were compared to US. population 

norms and to studies of pardel technologies including: home parenteral nutrition, 

diaiysis and ventilation. 

Statistical cornparison was conducted using t-tests. (See chapter eieven). To 

compare the sample group to U S  population norms the folIowing t-test was used: 

The Merence between the sample mean(x) and the population mean (MH) are 

calculated over the standard error. Standard error is a measure of the variabiiity 

between means. 



When comparing the sample to other pardel technologies the following t-test 

was used: 

t =  zi -z, /% J 1 1 n i c 1 1 m  

In this t-test the difference between the means of the two groups are calcuiated over 

the standard deviation (+). Standard deviation measures variability between 

individuals. 



III. Literature Review 

Now that we have selected our research design, what evidence is present in the 

literature to support this decision. Qudity of Me is a difficult concept to capture both 

quaiitatively and quantitatively. How does one measure quality of life? What 

ethnographies have studied quality of life? Is the SF-36 Health Survey an appropriate 

quality of life measurement tool for this population? The kst section of this chapter 

will provide supporting literature for the methodological design of this research 

project. 

The second section of this chapter will look at parallel technologies. There has 

been minimal documentation of what it is hke to live on home enteral nutrition. As 

stated previously, an extensive bibliographic search produced no publications 

examining the impact of home enteral nutrition support on quality of life. Due to this 

limitai literature, one needs to extrapolate information fiom the literature on other 

parallel technologies. These technologies include home parenteral nutrition, rend 

dialysis and ventilator support. In all these situations: the patients are dependent on 

medical technology for s u ~ v a l ;  there exists a physical connection to equiprnent; the 

method of treatment is invasive; and the fiequency of treatment can be on a daily basis. 

Consequently, these populations may experience sirniiar challenges. This section of 

the chapter wili explain these challenges and provide a better understanding of the 

quality of life of individuals on home parenterai nutrition, dialysis and ventilator 



support. Cornparisons can then be made to our sample, the home enteral nutrition 

gr0UP- 

Oualitv of Life: 

What exactly is quality of We? Although most of us have some intuitive sense 

of what quality of life embodies, a precise definition remains elusive. "Quaiity of life is 

a vague and ethereal entity, something that many people talk about, but which no one 

clearly knows what to do about ." (Campbell, Converse and Rodger 1 976,47 1 ) . 

Attempts at establishing boundaries around the quaiity of Me consmict have proven 

dficult. 'Yhe idea has become a kind of umbrella under which are placed many 

dflerent indexes dealing with whatever the user wants to focus on." (Feinstein L987, 

639). No formal and generaiiy accepted definition of quality of life exists in the 

literature. 

The World Health Organization Quality of Life Group ( 1995) defines quality 

of Me as an 'Tndividuals' perception of their position in Life in the context of the 

culture and value systems in which they live and in relation to their goals, expectations, 

standards and concerns" (WHOQOL GROüP, 1995, 1405). It is a broad ranging 

concept, incorporating in a complex way individuals ' physical health, psychological 

state, level of independence, social relationships, personal beliefs and their relationship 

to salient faires  of the environment. The World H d t h  Organization Quality of Life 

instrument is currently being developed and test ed. 



The author has made previous attempts, in a graduate paper entitled 'What is 

Quality of Life?' (Hotson 1993) to deternllne what is the construct of 'quality of life' 

or rather what is the consensus or disagreement on the construct of 'quality of life' as 

stated in the literature. A variety of tenns equate quality of life with such attributes as 

life satisfaction, well-being, seif-worthlseif esteen happiness, satisfaction of needs, 

achievement of persona1 goals, perceptions of weii-being, health and value of iife. 

(Hotson 1993) 

Quality of life is multi-dimensional. What domains constitute the quality of life 

construct? A preliminary content analysis of twenty-six references, relating to the 

quality of life construct, was conducted. (See Appendix K). The moa comrnonly cited 

domains in the literature were grouped uito seven categories according to sirnilarities. 

These categories were social fundon, health, socio-econornic status, 

psychologicaVemotionai well-being, perceptions of well-being physicai fùnction and 

intellechial fiinction. 

Content andysis of t a  qualitative studies looking at qu&y of Life was aiso 

conducted (see Appendix L). New dimensions that were revded in the qualitative shidies 

uicluded: integrated being, institutional life, recognizing a changed life, appreciation for me, 

being dive, concem for others, privacy, and coping. Integrated king refm to "a sense of 

wholeness within oneselfin relation to the world," (Amda, Larson and Meleis 1992,390) 



and "having acceptai the illness and treatment, and as finding meaning in life as a resuh of 

the experience with the illness. "(Amda, Larson and Melas 1992,390). These new 

dimensions were noted by participants who acpaienced instmitionalizatioq mm, spinal 

cord injucy, hemodialysis, bone rnarrow transplant or who were e l d e .  

Therefore, it is important to combine both qualitative and quantitative research 

methodologies in order to capture the varied responses that are obtained from both 

perspectives. It is dso important to include health as a dimension when measuring 

quality of life. Research on vaiued States of existence have reported that health is the 

most valued state of quality of life (Bowling 1995). 

"In relation to health, health status is increasingly referred to as quality of 
life.. .Heaith-related quality of life, Idce subjective health status, is patient based, 
but focuses more on the impact of a perceived h d t h  state on the ability ta Live 
a fulfilling lie.. . Health-related quality of iife is defined as optimum levels of 
mental, physical, role (e-g. work, parent, career, etc.), and social functioning, 
including relationships, and perceptions of health, fitness, life satisfaction and 
well-being." (Bowling 1995,2-3) 

Measunnn O u a l i ~  of Life: 

Attempts at measuring quality of We have become more and more popular 

over time. In a 3 year period, from 1978 to 1980, one would be able to Gnd 

approxhately 200 published articles refemhg to QOL (Bowling 199 1 ). In 1996, on 

the other hand, this has increased to over 1 500 articles in a one year period. Lnterest 

in quality of Life has definitely escalated in the past decade. Obviously, more and more 

researchers are attempting to m a u r e  quaiity of Me. The question is are they tmly 



measunng QOL? in an article pubiished by Schumacher, Olschewski and Schulgen 

( 199 1), 127 QOL articles were examined and they discovered that nearly half of the 

publications (47%) did not assess QOL senously. Those that did not really assess 

quality of life, only looked at eequency of hospitalkation or re-employment and 

labeled it QOL. This is a cornmon problem when interpreting qudity of life literature. 

Quality of iife can be measured using dinerent techniques. Self-administered 

questionnaires represent the most popular method for assessing quality of life. 

Numerous quality of life measurement tools exist and a critical review of these indexes 

is beyond the scope of this report. 

Most QOL measurement tools c m  be grouped into two categones - generic 

measures or disease-specific measures. Disease-specific measures, as the name 

suggests, are designed for specific disease states. Generic measures are designed for 

use across a broad range of chronic disease populations. The main advantage of 

generic measures is that they are "broadly applicable across types and seventy's of 

disease, across different medical treatments or heaith intervention, and across 

demographic and culhtral subgroups." (Patrick and Deyo 1989, S2 17). Due to their 

wide applicability, results across studies can be compared. Other advantages usually 

include rigorous development, validation and revalidation in a variety of research 

settings. The results are also more generalizeable. One of the most cornmon 



disadvantages of genenc measurernents is usually the length of time required to 

admirister the tool and the complexity of the tool itself. 

'The generic measure of choice across many diseases is increasingly the SF- 

36. ..the SF-36 is short, well tested and population noms exist" (Bowling 1995, 15). 

The SF-36 Health Survey is a generic outcome measurement for measuring health- 

related quality of life. The SF-36 includes one multi-item scale measuring each of 

eight health concepts: 1) physical tiuictioning, 2) role limitations due to physicai heaith 

problems, 3) bodily pain, 4) general health, 5) vitality (energy/fatigue), 6) social 

tùnctioning, 7) role limitations due to emotional problems, and 8) mental health 

(psychological distress and psychological well-being) (Ware 1993). 

The SF-36 Health Survey has been selected to assess health-related quality of 

life due to the fact that it is a generic rneasurement that can be conducted in 

approximately 5 to 10 minutes. It has been well tested within a variety of settings, 

languages and disease states. Conditions and treatment interventions where quality of 

life has been measured with the SF-36 Uiclude: dialysis bowel cancer, esophageal 

cancer, head and neck cancer, home antibiotic therapy, imtable bowel syndrome, 

nutrition and weight loss to name a few (Ware 1993). Group results can be compareci 

across studies and to population noms (Ware 1993). 



Interviews represent the moa flexible method of obtaining patient-based 

quality of life data. What midies have used ethnography to investigate quality of Me? 

Qualitv of Life Assessrnent Usinn Ethnography 

It is difficult to capture ethnographies from the literature relating specificaliy to 

quality of life because ethnographers may not necessarily refer to their data as a source 

of quality of life infornation. When searching the medical titerature for quality of iife 

the following four ethnographies by Starck ( 1 992); Laskiwski and Morse ( 1 993 ); 

Doolittle ( 2  992); and Amda, Larson and Meleis ( 1992) were found. 

Starck ( 1992) studied the management of suffering in a nursing home using an 

ethnographie study. It is the philosophy of the nursing home that socialkation with 

one's peers and normalization of activities is essential to maintain a good quaiity of 

life. Yet, the losses which occur as persons age and as they give up meaningfûl 

symbols of life7s achievements, create unavoidable human suffenng. 

'Without a support system to recognize suSering and to manage its 
devastating effects, there can be no complete quality of living (Starck 1992, 
1 28). . . . . .QuaIity of Me for people in nursing homes is intimately related to the 
quality of resident-staff relationship.. ., a basic sense of satisfaction with 
oneself, the environment, the care received, the accomplishment of desired 
goals, and control over one's life. It is enhanced by close relationships and 
meaninfil interchange with ot hers, by an environment supporting 
independence and incorporating personal belongings, and by the oppominity to 
exercise reasonable control over life decisions." (Starck 1992, 13 1) 

Choice is an important wmponent to quality of We. Lack of privacy contributes to 

lack of seIfIfesteem. 'Dpportunities to engage in religious, political, civic, recreational, 



or social activities foster a sense of worth.. . .Quality of life also includes such life 

circumstances as personal assets, financial security, physical and mental heaith 

personal safety and security of one's possessions."(Starck 1992, 144). 

ï he  impact of home enterai nutrition on these quality of life dimensions such as 

activities, socid functioning, family, relationships, aging, and normalization are f i h e r  

discussed in chapters seven and ien. 

In the second ethnography, Laskiwski and Morse ( 1993) studied patients with 

spinal cord injuries in a Spinal Cord Unit in Western Canada. Three types of data 

were collecteci using participant observations; tape recorded, unstnictured interviews; 

and the use of field diary records of the researchers reflections, feelings and 

suppositions of 'what was going on'. The purpose of this study was to determine 

'What is it l i e  to anticipate Living with a p e m e n t  disability?" Results indicated that 

one of the most devastating consequences of spinai cord injury was the loss of the 

former body. Their imer selves were the same but their outer bodies was now 

different. This imer seWouter self ciifference is aiso expressed by one of the home 

enteral nutrition respondents. 

Patients with spinal cord injury are similar to the home enteral nutrition group 

with respect to their dependency on equipment. The spinal cord injury group depend 

on equipment to achieve independence. ''Patients were upset to discover that 'being in 



the chair' interfered with their relationships with others" ('Laskiwski and Morse 1993, 

147). Control is an important aspect of quality of life for this patient group. They 

disliked being fed because this represented a loss of control. 'Maintaining control of 

the situation demanded assertiveness" (Laskiwski and Morse 1993, 1 47). and 

patients achieved this through swearing.. "Swearing appeared to have five different 

functions in the spinal cord injury unit: to maintain personal space, to maintain the 

camaraderie of the group, to release emotions, to create personal space and to build 

facades." (Laskiwski and Morse 1993, 148). 

In the third ethnography, Doolittle ( 1992) describes the experience of recovery 

following a lacunar stroke. A longitudinal, descriptive ethnography formed the basis of 

this study in which 1 20 i n t e ~ e w s  were conducted with 1 3 individuals, over a course 

of six months. Participants were k t e ~ e w e d  within 72 hours of the infarct and during 

acute and rehabilitation phases of recovery. i n t e ~ e w s  consisted of structured and 

unstructureci questions about bodily perceptions, responses to disability, and definition 

and appraisal of recovery. 

'9hrough the first-person descriptions provided by these people, we can better 
understand the human struggle of stroke. This stniggle goes far beyond 
reaching ttnctional independence. It is the story of becorning acquainted with 
a new, foreign body and stmggluig to regain a sense of bodily integrity. The 
story the patients share is the story of recovery of what rnatters to them, and 
their retum to a rneaningfid life." (Doolittle 1992, 125) 

Arruda, Larson and Meleis (1992) studied the meaning of cornfort nom the 

perspective of immigrant Hispanic cancer patients using ethnographical interviews. 



The researcher conducted 30 half hour interviews with 10 Hispanic cancer patients 

undergoing chemotherapy treatrnent in a large medical centre in California. 

Characteristics of cornfort included: 'Yeeling integrated, functioning and normalcy, 

Gare and numiring, security and safety, control and 'comodo"' (Amida, Larson and 

Meleis 1992, 387). 'Cornodo' is Spanish for 'Yhat is related to the concepts of 

accommodation and alignment and positioning of body parts" (Amida, Larson and 

Meleis 1992,391). Comfort needs evolved into 6 categories: nurtunng, farniliar 

environment, safety, quality of Me, normalcy, and 'animo'. 'Animo is a Spanish word 

that "describes the need to have a positive mental disposition, drive, or energy to be 

able to face what one is going through" ( Arruda, Larson and Meleis 1992, 392). 

In al1 four ethnographies, a comrnon theme emerges that is important to one's 

quality of life. This cornmon theme is 'control' or the 'control' over one's own Life 

decisions. The dimension of control is rarely captured in quality of iife indexes. As 

stated previously, other cornponents of quality of life that emerge fiom qualitative 

research and not reported in select quantitative studies include: privacy, spirituality, 

integrated being, familiar environment, appreciation for lie, being alive, concem for 

others, coping and reco-g a changed Me. (Hotson 1993). 

These four ethnographies illustrate that quality of Life can be studied using this 

methodology. Ethographically-oriented i n t e ~ e w s  WU enhance quantitative 

measurements by capturing dimensions of quality of Me that are not routinely 



investigated. On the other hanci, a standardized measurement tool, such as the SF-36 

Health Survey will provide a quantitative benchmark where results can be compared to 

population noms and to other patient groups of different parallel technologies. What 

does the literature say with regards to quality of Me on these palle1 technologies: 

home parenteral nutrition, dialysis and ventilator support? 

Qualitv of Life and Home Nutrition Support 

Despite the fact that very few studies have looked at the impact of home 

enteral nutrition support on quality of Me, several references have looked at the 

impact of home parenteral nutrition W N )  on quality of iife. 

HerfindaI et al (1989) surveyed 347 out of 1 140 HPN patients in United States 

using a scale developed by Campbell, Converse and Rodger ( 1976) to assess QOL. 

The scale included a multitude of subjective indicators of quality of life such as: Index 

of Well Being, Psychological Anea, Overall Life Satisfaction, PositiveNegative 

mect Scaie, and the Affect Balance Scale. When they compared the HPN patients 

scores to Evans et ai.3 (199 1) end-stage rend disease (ESRD) population and the 

United States population scores, these QOL scores demonstrated that the HPN 

patients perceive that they have a QOL somewhat lower than the ESRD population as 

well as the American population as a whole. 



Hefindal et al. (1989) compared the HPN population to  the ESRD population 

because they felt that these two groups are conffonted with similar problems. Both 

groups are dependent on medical technology for survival. Herfmdal et al. ( 1989) 

proposed that the reasons why the HPN population perceive their QOL to be 

somewhat lower than the ESRD population rnay be due to two reasons. The first 

reason is that the ESRD population is a cohesive group with similar diagnoses and 

problems whereas the HPN population is a group with more diverse aad cornplex 

disease States. The second reason rnay be that the ESRD patients have regular contact 

with other patients receiving similar treatments and with health care professionals since 

they have routine dialysis within a hospital setting. This provides patients with the 

opportunity to comrnunicate their problems and share similar disease experiences 

resulting in group identity. Home parenteral nutrition patients, on the other hand, tend 

to be isolated fiom other patients and health care providers. 

The indicaton of quality of Me used by Herfhdal et al ( 1989) did not address 

health related quality of life. Campbell, Converse and Rodger ( 1 976) developed these 

tools with the intent of assessing the quality of life/standard of living of the average 

Amencan population. This author beiieves that when measuring quality of life, 

especially in a chronicdly ill population, health is an important component. 

In 1986, Detsky et al. interviewed 37 patients receiving HPN in Toronto, 

Ontario. The purpose of these interviews were to denve QOL scores before and 



during HPN. Three techniques were used to assess QOL: category scaling, time 

trade-off and direct questioning of objectives. The category scaling method anchored 

presented a continuous rating scale where "dead" was scored a 0.0 and "hdthy" a 

1 .O. In the t h e  trade-off technique, patients were asked to trade a quantity of suMval 

for improvements in quality of life. In the third technique, direct questioning of 

objectives, the researchers elicited a 'list of objectives in life' f?om each patient and 

each objective was weighted by the patient as to their 'importance'. The investigator 

then used category scaling to measure, on a scale of O to 1 .O, the patient's ability to 

achieve each objective before and during HPN. The QOL scores while on TPN were 

reasonably good (0.73) for ail three techniques. For those individuals who had 

experienced periods of chronic malnutrition prior to HPN, QOL had improved on 

HPN. 

R e d  bias is a significant potential problem with Detsky's data. Al1 patients 

were i n t e ~ e w e d  &er they had been on HPN for varying thne penods and were asked 

to recall their Iives before HPN. Another problem is that the interview scheduie was 

pretested with nhe medical personnel. According to Bach and Campagnolo ( 1 992) 

medical professionals underestimate quality of life for their patients despite the fact 

that they are very farniliar with the patient group. The validity and reliability of the 

newly developed portion of this tool ('direct questioning of objectives') is also not 

documented. 



Smith ( 1993) in te~ewed 1 16 fadies and patients to determine the qudity of 

life in long-terni TPN patients and their farnily caregivers. Quality of life was assessed 

using a battery of tools such as QOL Index, Rosenberg's Self-Esteem Scale, the 

Center for Epidemiologic Studies Depression Scale, and Cantrill's Self-Anchoring 

Scale. The QOL Index score was similar to that reported for groups of chronically il1 

patients requiring hemodialysis or pentoneal dialysis, liver transplant and 

chemotherapy. The QOL Index score was above the mean score for cancer patients 

experiencing pain. Psychological, fiscal and social problems included: 1 ) missing out 

on activities because of problems with scheduling disruptions and fatigue; 2) worrying 

about infections; 3) worrying about the disease; and 4) financial problems. Some 

patients stated " P N  is rzot the problern; the [urzderljing diseare/ is. " (Smith 1 993, 

504). Even with these problems the TPN (Total Parenteral Nutrition) technology was 

highly valued as life sustaining and therapeutic by these families. 

Galandiuk et al.( 1990) performed a retrospective analysis of 4 1 patients with 

Crohn's disease, whom were placed on home parenteral nutrition, to determine 

whether HPN had an effect on the course of their disease. Numerical assessrnent of 

quality of life was incorporated into the data collection. Quality of life was assessed 

via three scores: a quality of We score, a social activity score, and a psychological 

well-being score. In al1 cases, a score of ' 1' indicated no change fkom the pre-illness 

state, a score of '2' referred to a 50% reduction of well-being, and a score of '3' 

referred to severe disability. The sum of these three scores was referred to as the 



overall quality of lie score. Data regarding quality of life was obtamed via telephone 

interviews or via medical charts in the case of deceased patients. The scores were 

obtained for the pre-HPN penod as well as the HPN period. ïhe authors concluded 

that 'WN appeared to result in a sigmficant improvement in the numerically assessed 

quality of life." (Galandiuk et ai. 1990, 540). 

The QOL score used by Gaiandiuk is not referenced and therefore one may 

assume was developed specificaiiy for this study by the researchers. No comment is 

provided regarding the validation or reliability of this tool. The pre-HPN QOL scores 

are also subject to recall bias. Determining quality of life data from a medical chart of 

deceased patients is also subject to bias since it is based on the researchers 

interpretation. 

Ladefoget ( 1 980) assessed the quality of Me of 13 patients on permanent home 

parenterai nutrition. QOL was assessed using the following criteria: 1) no major 

physical distress, 2) no major psychological symptoms, 3) no substantial restriction of 

sociai and leisure activities, 4) ability to accept HPN, and 5) overail satisfaction with 

conditions of We. Two-thirds of the patients (N4) fulfiUed at (east three of these 

criteria and were assessed to have a 'fair7 quality of We. 

Robb et al. ( 1983) performed a subjective assessrnent of patient outcornes of 

home parenteral nutrition. A written questio~aire administered to 42 patients was 



used to describe the dernographic, medical, hancial, and psychosocial characteristics 

of their HPN patient population. Most patients believed HPN had a very positive 

effect on their lives and their HPN prognim appears to provide them with a reasonable 

quality of me. The reliability and validity of the tools used to assess quality of life in 

this study and in Ladefoget's (1980) study have not been documented. 

The last two references in the titerature that looked at the impact of home 

parenterai nutrition on quality of life were research studies conducted by Bumes et al. 

( 1992) and by Johnston and Pennington ( 1993). Both articles did not address the 

multi-dimensionai aspects of quality of life and therefore did not tmly measure quality 

of life pet se. Burnes et ai. ( 1992) only looked at physical fiindonhg whiie Johnston 

and Pennington ( 1 993) Iooked at hospitalization and re-employment. 

Overall, the consensus appears to be that the quality of life of individuals 

receiving HPN is reasonably good or fair, sùnilar to or slightly below other chronically 

il1 patients and somewhat below the n o m  for the Amencan population as a whole. 

Those studies that compared pre-HPN to HPN penods documented an improvement 

in quality of life arnong individuals using home parenteral nutrition. Psychological, 

fiscal and social problems reported included misshg out on activities (scheduhg 

disruptions, fatigue), wonying about infections, worrying about the disease, and 

financial problems. Are similarities found in other technology-dependent situations? 



Quaiitv of Life and Hemodiaivsis 

Some studies have compared home parenteral nutrition to hemodialysis due to 

the fact that patients are dependent on medical technology for survival and it is 

believed that both populations are faced with sMar challenges.(Smith 1993; Robb et 

al. 1983). What important factors can one extrapolate f?om this literature since the 

nutrition literature is Limited? 

The quantity of information about quality of life among people ushg 

hemodialysis is beyond the scope of this report. The majorïty of literature pertains to 

the dflerence in quality of life during various forms of treatment (Le. hemodidysis 

versus peritoned dialysis versus renal transplant versus erythropoietin therapy ) . Since 

end-stage renal disease patients illness States are more homogeneous than those with 

nutrition support, researchers use more disease-specific tools to assess quality of life 

rather than using genenc measurements. Therefore, it is difFcult to establish a popular 

measurement for quality of life from this literature than can be applied to the nutrition 

support population. The most commonly used broader outcome indicators in the renal 

population hclude generic iif'e satisfaction rneasures, dialysis-specific health-related 

quality of life scales, ninctiond ability and health status mesures (Bowling 1995). 

Evans et al. (1 985) used a range of Uidicators of Life satisfaction, psychological 

well-being and aiso the Kamofsky Performance Index to compare the effectiveness of 

alternative diaiysis methods for 859 patients with end-stage rend disease. The quality 



of Me scores indicated patients with end-stage rend disease perceive that they have 

only a slightly lower quality of life than the generai population. In treatment-specific 

comparisons, however, only transplant recipients have a subjective qudity of life that 

did not differ significantly fiom that of the generai population. Conversely, quality of 

life measured by objective standards (fùnctionai impairment and the ability to work at 

a job for pay) was rated as poor for the diaiysis groups. "In short, patients on dialysis 

are clearly not functioning like people who are well, despite the fact that they are 

enjoying Me." (Evans et al. 1985,557). These results have been confinned by others 

(Simmons and Abress 1990; Bremer et al. 1989; Evans 199 1 ). This strengthens the 

critical literature which ascribes that one should not place great emphasis on functional 

ability and work status to determine quality of life. The patients' perspective, not 

objective data is the important indicator. 

Molzahn ( 199 1) reporteci the quality of life of selected home hemodialysis 

patients using a descriptive qualitative research design. Ten patients were interviewed 

using a semi-çtmctured interview guide and asked to complete a series of card son 

tasks. The technique is 'pile sorting' where the individual is asked to son cards into 

like categories. The theoretical framework for the i n t e ~ e w  and card son tasks was 

the Aristotelian-Thomistic philosophical theory of the good Me. According to this 

theory, seven types of real goods are required to have a good Me. These goods 

include: goods of the body, goods of the min4 goods of character, goods of personal 

association, social goods, economic goods, and politicai goods. "The responses of 



patients in this study indicated that most of the patients possessed goods of personal 

association [relationships with people] and econornic goods. However, more than half 

of the subjects indicated that t hey were lacking health, vigor, pleasurable feelings, 

freedorn of action, and f?ee time, to some ment." (Molzahn 199 1. 179). 

Accordmg to the Aristotelian-Thomistic philosophical theory, the most 

important goods are goods of the mind and goods of chamcter. The home 

hemodialysis patients did not necessarily rank these as having the geatest importance. 

Goods of personal association and goods of the body were ranked as the most 

important. This could be explained by the fact that these goods are needed before 

hemodialysis patients can attain other goods. One of the patients also commented that 

he would not have ranked goods of the body as hi& if his health had been normal. 

(Molzahn 199 1 ). This also strengthens the argument that health is an important 

component of quaiity of life when one is chronicdy ill. 

a h  of Life and Ventilator Support 

Another patient population that is dependent on technology for suMval are 

those dependent on home ventilator support. To the author's knowledge home 

parenteral patients has never been compared to this population. Both goups have 

diverse iilness states necessitahg the technology, both require technology on a daily 

bais for survivai, and both implement the technology in their homes and not in a 

group setting such as dialysis. Lllness states or sources of impairment for ventilator 



dependent patients may include: spinal wrd injury, residual paralysis or late onset 

effects of poliomyelitis, chronic obstructive puimonary disease, and neuromuscular 

disorders. In the literature cornparisons of the experience of ventilator users to 

hemodialysis patients have been made (Moss et al. 1996). What cm one extrapolate 

fiom this literature that rnight prove to be similar with those dependent on home 

enteral nutrition? 

Kaufert and Locker ( I W O )  studied ventilator dependent patients using Yife 

historical analy sis and ethnographic O bsewation of adaptations in everyday living to 

examine the shifting relationships between technological systems, the culturally-based 

ideologies of consumers and professionals and the careers of people with post- 

respiratory poliomyelitis." (Kaufert and Locker 1990, 867). These authors used the 

concept of careers based on the belief that 'cchronic disabling conditions should be 

viewed as a series of conceptuaüy distinct but empirically overlapping biophysicai, 

functional, S O ~  and psychosocial careers." (Kaufert and Locker 1990,868). Data 

was collected during a follow-up study of nirvivon of the major Manitoba 

poliomyelitis epidemic of the 1950's. Out of 186 individuals who had b e n  placed in a 

tank respirator during the acute phase, a sub-group of 29 people continueci to require 

mechanical ventilation for more than 12 hours per day. Ten people were selected fkom 

this group and in t e~ewed  in depth. AU had major h b  disability in addition to 

respiratory impairment. 



Kaufert and Locker (1990) found that those individuals %ho used a ventilator 

with a mouth tube tended to be less impaired than those with a tracheostomy and were 

able to breathe independently for up to 12 hrdday." (Kaufert and Locker 1990,873). 

Those that were told to use the machine for short periods of time but eequently found 

that too disruptive to their daily living. "Many had developed their own routines that 

were more compatible to the tirne and activity patterns of their everyday lives7' 

(Locker, Kaufert and Kirk 1987, 167). uidividuals had to 6nd ways of "managing 

limitecl reserves of energy" (Kaufert and Locker 1 990,873) and 'people had to stick 

to a fairly strict daily routine involving periods of respiratory support." (Locker, 

Kaufert and Kirk 1987, 167). Their %es became organized around the conservation 

of energy" and they could not stay away from home for too long due to insufficient 

energy levels. (Kaufert and Locker 1990, 873). 

On the other hand, those who were connected to the ventilator by a 

tracheostomy, felt they were mobile, less regimented and oxygen and energy levels 

were not problernatic. 

Termanent comection to a ventilator by a tracheostomy &eed the individuai 
fkom these daily routines and the constraints they involved. At the very least, 
continuous ventilation by a portable machine meant that the person was never 
forced to stay at home" (Locker, Kaufert and Kirk 1987, 168)." 
7 3  0th physical and psychological health improved substantially and combined 
with a high degree of mobility, transformed the quality of everyday life...The 
main benefit was an increased supply of energy and a greater zest for living. 
They not only achieved more during the course of the day, but felt like 
achieving more." (Kaufert and Locker 1990, 874-875). 



Alcock et al (1984) also documented that many of the patients preferred to use the 

equipment continuously. 'These respirators afTord greater mobility because they are 

attached to an electric wheelchair or walker." (Alcock et al. 1984, 1308). 

Bach and Campagnolo ( 1992) looked at life satisfaction of individuds with 

post-poliomyelitis who were ventilator dependent. They used Campbell's Scale of 

Life Domain Satisfiction Measures, Semantic DBerential Scale and General Afkct 

scales. These three survey instruments were distributed by mail. Their 'control group' 

consisted of 273 health care professionals from a trauma centre or two rehabilitation 

hospitals with ventilator units. The controls were surveyed about their own life 

satisfaction and were asked to judge how severely disabled ventilator assisted 

individuds would respond to each questioning. 

When the ventilator users with post-polio impairment were compared with 

members of the control group they 

"were significantly less satisfied with their transportation, education, healtb 
social Lives, sexual lives, and with Me in general. They were significantly more 
satisfied with their housing. There were no significant differences between the 
groups when comparing satisfaction with family Me and employment, aithough 
there was less patient experience with the latter domain. With the exception of 
health, however, they were generaily satisfied in each domain." (Bach and 
Campagnolo 1 992,935). 

Those individuais who used noninvasive methods of ventilator support (e.g. 

connections through a face mask or mouth piece) reported a higher Life satisfaction 

score than the tracheostomized group. The control group sigruficantly underestimated 



the ventilator assisted post-polio individuals7 satisfaction with life. Bach and 

Campagnolo ( 1 992) concluded that : 

"many severely disable post-poiiomyelitis ventilator users lead productive 
tives. The vast majority have a positive &ect and are satisfied with We. 
Noninvasive ventilatoiy support alternatives may lend to greater Life 
satisfaction for these uidividuals than ventilation delivered via an indweliiig 
tracheostomy . Health care professionals may sigdicantly under estimate t heir 
patients' satisfaction with life and this may have a bearing on patient 
management." (Bach and Campagnolo 1992,934). 

These finding were supported in other patient populations including traumatic 

tetraplegia (Bach and Tilton 1994) and neuromuscular disorders (Bach 1992). 

What are some of the reasons patients preferred noninvasive methods and 

some prefmed tracheostornies? A mail survey was conducted by Bach ( 1993) 

eliciting some o f  these rasons from 168 ventilator users. Reasons for prefemng 

tracheostomies included: "facility in clearing airway secretions during respiratory tract 

infections;. . . greater mobility by cornparison with body ventilator use;. . . [and] better 

speech than with use of mouth [piece]" (Bach 1993, 1703). Reasons for prefemng 

noninvasive aids included: '%pater independence and control of breathing;. . . 

facilitation of management in the community;. . .suctioning no longer needed or absence 

of secretions; ... greater porîabiïty or less equipment, supply needs, and upkeep;. . . 

greater mobility;. . . fewer infections;. . .and more naturai" (Bach 1 993, 1 705). 

How do the Life satisfaction scores of ventilator dependent individuals with 

post-poliomyetitis, traumatic tetraplegia and neuromusnilar disorders compare to 



individuais on home parenteral nutrition? Cornparisons c m  be made because these 

studies used Campbell's scales when scoring We satisfaction. The Iife satisfaction 

scores for the home parenteral nutrition group was 4.4 : 1 -9 (Herfindal et al. 1 989). 

The tracheostomy post-poliomyelitis individuais scored 4.6 : 1.8 (Bach and 

Campagnolo 1992). The tracheostomy tetrapfegia individuals scored 4.03 1 -9 1 (Bach 

and Tilton 1994) and the neuromuscular disorder respondents scored 4.94 : 1.3 (Bach 

1 992). The home parenteral nutrition group fdls within the same l ie  satisfaction score 

range as these patient populations. 

As shown by this literature review similarities do exist between parallel 

technologies. Very Iittle is known about what it is like to Live on home enteral 

nutrition. Some knowledge cm be gained by reviewing other forms of life supporting 

technology and determining its impact on quaiity of life and daily existence. 

Quality of life of individuals receiving home parenteral nutrition is most often 

rated as reasonably good or fair and somewhat below the nom for the Amencan 

population as a whole. Psychological, fiscal and social problems include missing out 

on activities because of scheduling disruptions and fatigue; worrying about infections; 

worrying about the disease and financial problems. 

Quality of life of individuals receiving hemodialysis are also reported as slightly 

below the general population. Some hemodialysis patients commented that they were 



lacking health, vigor, pleasurable feelings, tieedom of action and fke time to sume 

extent. Health is considered an important component of quality of life for this patient 

population. 

Quality of life of individuals receiving home ventilator support raised issues 

regarding mobility, strict daily routines and the issue that portable continuous 

machinery fieed individuals fiom these strict routines. The vast majority were satisfied 

with life and health care professionals significantiy underestimated their patients' 

satisfaction wit h life. 

Qualitative research using ethnographically onented semi-structured inte~ews 

will help capture lived experiences. This will not only provide a vehicle for these 

individuals to tell their story but will aiso expand the knowledge of the health care 

professionals who prescribe this treatment. The SF-36 Health Survey will provide a 

benchmark assessrnent of quality of life that can be compared to population noms and 

across different patient groups using pardel technologies. Health care professionais 

have difficulties estimating their patients' quality of We. Therefore, it is essential for 

hd th  care providers to understand the implications of home nutrition suppon 

regimens in order to help improve or enhance their patients' quality of life. 



IV. Who are the People? 

Who requires home enteral nutrition support? What are the characteristics of 

the Manitoba Home Nutrition Program respondents? A profile of the respondents' 

socio-demographic characteristics, tube feed characteristics, treatment duration, illness 

aates, weight history and whether or not they consume food is presented in this 

section. Following the general description of the study sample, case studies of four 

selected informant narratives are then described. These encapsulated narratives enable 

the researcher to set the stage of what life is iike on home entera1 nutrition and 

highhght many of the themes that wiil be covered in subsequent chapters. 

Twelve individuals receiving home tube feeds were interviewed for the 

purposes of this shidy. Ail hdividuals were residents of Winnipeg, living in eleven 

different areas within the city. Eleven respondents lived in single dwellings and one 

lived in a senior's home. The mean length of residence was 19 years (median = 2 1) 

with only two individuals moving since they had started tube feeds. Only one moved 

due to health rasons and that was the one residing in the senior's home. This same 

individual was the only respondent that lived alone. The mean number of people in the 

households were 3 (median = 3.5). AU respondents had relatives living in Winnipeg 

and taked to them fkequently . Only one respondent did not talk to his relatives 

fiequently and that was due to the fact that he was no longer able to speak. 
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Eight respondents were male and four were fernale. Al1 respondents were 

adults, ranging in the ages of 25 to 85 years, with a mean age of 58.4 years (median = 

57). Marital statu included eight who were married, two who were single, and two 

who were widowed. The number of children each respondent had varied h m  zero to 

seven, with the mean being 2.5 children (median = 2). Educational background varied 

with the majority completing hi& school [junior hi@ (n=2), high school (n=5), partial 

university (n=3), university (n= 1 ) and graduate school (n= 1 )]. Nine respondents 

were Protestant, two were CathoIic and one was classfied as other. 

Six of the respondents interviewed were retired, four were on a leave from 

work due to illness, one was a mident, and one worked part-time. Eleven different 

occupations were represented in this group. Family income were categorized as 

follows: <$20,000 (n=2); $20,000-$40,000 (n= 1 ); $40,000-$60,000 (n=5); and 

>%60,000 (n=4). The majority of the group had a farnily income >$40,000. 

Illness States: 

With regards to illness the respondents can be divided into two major groups, 

that being cancer (n=7) and non-cancer (n=5). Those in the cancer group included six 

individuals with head and neck cancer and one with cancer in the gastrointestinal tract. 

The non-cancer group included illnesses such as neuromuscular diseases, pancreatitis, 

C rohn' s, stro ke, and motility disorders. 



Home Enteral Nutrition Regmen: 

How long have these people been on home tube feeds? The length of time 

ranged fiom three months to eieven years. The mean number of months was 29 

(median = 1 3.5). The average length of time that these individuais were foiio wed by 

the Manitoba Home Nutrition Program was 17 months (median = 7.5). How many 

hours are they tube feed? The number of hours ranged from one to 1 7, with the mean 

being 6.6 hours every 24 hours (median = 6.5). Six respondents fed themselves at 

night and six fed themselves during the day. Subsequently six respondents fed 

themselves using a continuous infusion while six fed themselves using a bolus method. 

Continuous infusions were typical of night feeders and bolus infusions were typical of 

day feeders. Six individuals used a pump to infuse their tube feeds, five used gravity 

drip and one used a syringe. 

Home Enteral Nutrition Characteristics: 

Eight different tube feed products were used by the group including Jevity, 

Nutren 1 .O, Nutren 1.5, Nutren 2.0, Isocal HN, Boost, Resource Plus and elemental 

products. The average volume fed in a 24 hour period was 1466 mls (median = 12 13 

mis). The number of calories Uifused ranged from 940 kcals to 3725 kcals, with the 

mean being 1850 kcals (median = 1698). Six of the respondents had maintained their 

weight over the past three months, four had gained weight and 2 had lost weight. The 

average weight of the group was 135.2 pounds which was 88.4% their usual body 



weight. Eight of the respondents were on home tube feeds pemanently, three were 

temporary and one individual was just recently told that he may no longer be on tube 

feeds temporarily and that it rnight be a permanent situation. Only two of the twelve 

respondents required assistance with their tube feeds. F a d y  rnembers or nurses 

assisted these individuais with administering their tube feeds. 

Out of the twelve individuals in te~ewed,  s u  individuals did not consume food 

at dl, four consumed minimal amounts of food with difficulty and two were able to 

consume moderate amounts of food. Those who consumed moderate amounts of food 

did consume regular meals. Those who consumed minimal amounts of food did not 

consume food at regular meal times. 

As one cm tell by the above information the individuais interviewed were a 

diverse group. In order to provide a sense of the informant's perspective on home 

enteral nutrition, four sample UiteMews will be described. These case studies were 

selected based on age, sex, bolus or continuous feeds, method of iube feed 

administration, night or day feeds, illness states, and duration of time receiving enteral 

nutrition support, These four examples may represent typical individuals receiving 

home nutrition support. 



Bah's Narrative: 

Barb is a 44 year old female with a rnalfùnctioning gastrointestinal tract 

requiring total nutrition support via home tube feeds. B a h  has just recently started 

tube feeds in the past three months. At the beginning of therapy Barb was feeding 

herself for fourteen hours. She now feeds herself for eight hours starting at 10:OO PM 

and finishing around 600 in the morning. Barb runs her tube feeds continuously at 100 

mldhour using a pump while she sleeps. With this feeding regime Barb consumes 

approximately 1300 calories per day. During her acute ihess her weight had declined 

significantly and with this nutritional support she has retumed to her usual body 

weight within the past three months. With Bab's medical condition there is the belief 

by the respondent that the tube feeds are only required for a temporary period. 

Barb has taken the liberty of adjusting her own tube feeds by decreasing the 

volume infused since she is satisfied with her curent weight status. This weight goal 

does conflict with the goal set by the Manitoba Home Nutrition Program and this 

concerns Barb because one of the dEerential diagnosis for her disease state was 

Anorexia Nervosa. Barb is very cognizant of this fact and does not want any 

rnisconceptions. The fact that this diagnosis was considered disturbs Barb and she is 

now afiad to mention goal weights with the MHNP: 

Barb: "But I 'rn also sometintes afaid to mention ii because ihen 
they. 1 I d o n  't want to be labeled m anorexzc cause that 's what I put zip with for 
month befure I wus diagnosed " 

Interviewer: "Oh. " 



Barb: "Are you anorexie? Nav r/l had been a man. I Anow I 
woulh 't have been mked t h .  But because I was a woman. Uh, hih- So I 
don 'i want to be Zabeled as that ezther and I dort 't think ir S unredistic tu 
wanr io k 1x1 potin& ut my height and I don 't think there *s mything abtnit 
wanting to be anorexic or mrything to do with being mzorexic ut wanting to be 
t h  weight but I'm +id to mention it because Dr. YMe is ahuys there and 
he mked me u rmber  of times if1 wm onorexic. before they started to 
imiestîgute whar the problem was. " 

Interviewer: "Oh. ohy.  " 

Barb: "So. but 1 don 't believe thut forty year oldpeople just become 
anorexie either. which I try to tell them. I mem, we t e  not nimay material 

9 * mtymore or, or teenagers.. . . . 

Intemimer: flmghss) ' 'Rzrnway material. '" 

Barb: "You hiaw.  it 's not like we 're strutting moumi in a. in a what 
do you cal1 if?" 

Pt Interviewer: "Zt ti a mmay. 

Barb: *'Rumvay. Rumuqy. Yeah, we Ze not doing thar rmd I don 't 
PI want to m d  1 'm not wearing a bikini anymore. y m  kmw, I 'm not. .. 

P *  Interviewer: *' You 're not strivzng for that. 

Bmb: "No, that 's not. I just want to feel g d  in my clothes tha! I 
own. (60th laugh) Y m  know. but urryhow. So l've sort of been. I'm trot sure 
h m  I am going to tell t h  this. * * 

Before Barb was diagnosed with her medical condition she had gastrointestinal 

problems for approximately two years, and it progressively got worse until the pain 

was so great she quit eating. Over the &a year she did had some tests but things 

'went slow'. Provisional diagnoses varied as they searched for a dennite diagnoses 

Barb was eventually hospitalized for seven weeks and it was during that 

hospitakation that she was hally diagnosed and informed that she would require tube 



feeds. During her hospitalization a feeding tube was mrgically placed. What were her 

thoughts when they first told her she had to go home on tube feeds? 

Barb: "I was, I was very surprised Uhm . when Ifirst went into the 
hoqi td  there was a b ig possibiliîy t h t  I hud prmcreatic cancer. Cause every 
rime I had a CT scan it showed thm I had something on my pmicrear.. . .. .So 
when l f m d  out that it wam 7, when dl had the MR( done and they discovered 
t h  it wasn 't anything on my pancreas and thal it was a stomach problem I 
was relieved atfirst ..... And even. even with the talk of tube feedings I was 
relieved so af  t hu~  point. But, I don 't knaw. i guess I war shocked. I cried a 
lot in the hospital, in the beginning when I. when I haù to go for the tube 
feeding, lIike when 1 hod to go in and have the, when i had to go for stirgety to 
have the tubes put in. 1 cried a lof before then and I cried a lot @ers. .. .But 
dm.. .. and by that point I h e w  I would have to go home with it. So. ... 
depressed 1 p e s . .  . . . . Yeah. More. more upsetting fhen actuaiiy depressed 

* I 've never been a depressedperson. 

Interviewer: "Okzzy. " 

Bmb: "Like I have moments where i, I cyy, I mean i 'tn a women. I 
CTY as easy (30th lmgh), I cry very easify. And dl get dom, ifind most 

9 P evenings I'm down because I hate the tube. 

Pain at the Ostomv Site: 

Since the operation, Barb finds that she still has a lot of pain from the tube and 

continues to have gastrointestinal pain from feeding. Barb beiieves that the pain fiom 

the tubing is permanent and the reason for the pain is that the tube is a foreign object 

in her body. 

Interviewer: "Do you think zt 's uh, it 'II be a tempormy p i n ,  or sumethritg 
thut muy ahvqs kind of be there? ' 

Bad: "I think it s something I have tu live with, that it 'if ahuays be 
there. " 

Interviewer: "*If *II ahuays be there. " 

Barb: "Yeah. *"  



' Interviewer: " Versus jirst the surgery type pain then. 

Barb: "MmmMmm. I mem it Ir a foreign object, it 'S. iÏke with 
surgery ym, you have the pain initial& and then it lessens und Iesrens and 

' 9 goes away. 

Interviewer: " Yeah. " 

Barb: *' Where us rhis is. I think it 's ahvays going to be there, it 's a 
f&gn object in my body. I can 't imagine people not having pain, when they 
tell me that pain, thal people get use to Ï t  very quickly atui e a d y  ond I *m nul 
a mck aoth lm&). I don 't think l m. I 've a h q s  hod go& pain 
tolerance. *' 

Impact on Sleep: 

This pain disturbs her sleep. Her sleep is also disturbed by numerous 

washroom visits and the fact that she is still not accustomed to sleeping in a dSerent 

position. B a h  has to sleep on her back with a wedge propped behind her head. Barb 

fiequently wakes up tired. 

Restrictive Nature of the Tube Feed Reghen: 

Barb refers to her tube feeds as restrictive and hates being tied to the pole. 

The pole is very difficult to move around the house 

Barb: "If 's  fi~strating, cause I 've ahvays been a very ache  persorz. 
Su I J n d  if restraining. " 

Interviewer: " Restrained ut, at the fact thot it takes so long? " 

Barb: "Yeah and that 1 'm tied to this pole and everywhere I got to go 
I got to take this pole with me and thÏs tube is hmging, you know. .... ..And I 
find thal i f 1  'm lied to it during the day that zt realiy restricts me I mean I 'm 
bumping into anything with thkpde. If's huge, y m  knaw, it 's a big wheel 
base on if. " 



Impact on Social Life: 

Bah finds that the tube feeding regimen impacts on her social life to sorne 

degree. She finds that she never stays out late at night anyrnore because she needs to 

retum home in time to begin her Mghtly routine. Her nightly routine consists of a bath 

and then she hooks herself up to the tube feeds. As a result of this shorter evening, 

she does feel she misses out on things, such as Rainbow Stage, parties, and family 

gat herings. 

On the other hand, the tube feeds have had iittle impact on her social life 

during the day. A couple of times a week she wifl go out with her fiends to shops and 

restaurants. Her fiends will eat lunch and she WU consume either tea, water or some 

srnall arnounts of specific foods that she can tolerate. 

Missinn Favourite Foods: 

In the following narrative Barb explains how food cm literally jump out at you 

and stare hoies right through you when you cannot consume foods nonnally. It begins 

with the rationale for eating in restaurants: 

Bmb: ''1 *d rather be with them, and so they are eatitig. I rather be 
with them than not. I'm not. and ïfind a lof of my @en& are very qologetic 
for eating in front of me and I think t h t ,  and I a h q s  tell thrm that 's si&. I 
mem you go2 20 e a  20 live. I c m  't eut. So .... . . uh food jt~mps m t  at me. I 
meun, it stares holes thrmgh me. Cause I love food But uh. and I had pied 
tasting foai  when I've been with them. I've t h  bites oftheir food to taste 
11.. . . . . .And sometimes, sometimes I uh. sometirnes very instantiy depe~iding on 
whar it is I haw tremendous indigestion and thts pain, Me food is stopped 
here and it hurls. Sometimes not, sornetimes a iittle later if 'II bother me. 
Sometimes not. " 



Interviewer: 'Do  yotc uhm. does it bother you when they 're, they 're eaîing 
in fiont of you at dl..  . . other t h  what you mentioned about the . . . . ? " 

Barb: "Other thart I wish I cmld eat it no. No, " 

interviewer: ''Are you satisfied when y m  have like just a taste of it. " 

Barb: "Yes. " 

Interviewer: "And then the.. . . " 

Barb: "Yes. especiaii'y r f I  have indigestion pain afrr, yes. I'm very 
sarisfid wzth and Z think h m  silly why did I do that. '* 

Interviewer: "Do y m  miss it then? After y m  've tasfed it and had the pain. 
does that.. .. " 

Bmb: " Want me to wish t h t  I had more. yeah. Do l miss if. Yeah. " 

In the previous quote Barb mentions about missing food. When asked 'What is it 

about food that one misses the most?' Barb answers this question and gives us some 

idea on her wping rnechanisms: 

Barb: ". .. . . . . Taste of food It 's the tarte of food that you miss. 1 get a 
lot of dzscomjor~ from food but I still love if. " 

Itzterviewer: " What is it Iike to hardlj ever eat fd? " 

Barb: "Horrible. I still crave fooak. e~pecially my favotrite food, 
like a pita. Subway. Oh I just love food .. . . . Oh it jumps out at you. i f  's 
everywhere, TV, everywhere. I've never noticed zt before. It 's ahvuys oti ~ Q U T  

mina " 

lnterviauer: " k t  do you do when you 're thinking of- " 

Barb: "Go quilt. listen to music. 



Self Image: 

Missing food is not the oniy negative aspect of tube feeds. Barb notices that 

her self image has suffered as a result of the tube protruding from her stornach. 

Barb: "Yes. I think my bociy looks gros  with tlhs tube hanging out of 
il. Not that I ever smitted in a bikini or anything or was nirnvay material or 
cmything but.. . . Yes. I thiiik it kind of lwkr gross. my stornach kind of 
promides, ii riever did before. It does. ' 

Bmb: "I remember when it wasfirsî put in I hated lwibng ut it. I 
hated touching the area. Now I clem it reguIarly. Uh, it 's not gross to me to 
look atm It never was gross looking at q b o 4 y  else 's but iuhen it T ymr own. 
(both laugh) Uhm. 1, I jkd  I do11 't Iike my husband seeing it. Cause I  don % I 
don 't want, you knaw. I, I think it 's, it is gross, to me. that I don 't Iike him to 
see it. He doesn 't cme. He. he 's got a good attitude. He doesn 't cme ut al1 
that it 's Ihere. (rears). . . . Yeah. " 

Barb: "And I think thai he. he 's going ?O think the sarne as I think 
about it. so I just soon he not see me thar way. III 5 si&, I'm w e  of it. I. I 
know t h t  uhm. I biow that a lot of men wouIWt tolerate a womerz rhis w q  
e i t k ,  sa And yez he does. *"  

Interviewer: "OkPy. '" 

B d :  'ilad I 'm very gratefu f for it. Andyeah, I know a lot of men 
thol this would be no big deal to them either. But, I mean y m  ofSen hem of 
uhm, one of the girls I worked with sister was diagnosed with bremt cancer 
and her hirsbwd refued to /et her haw a mastectamy and of course she die4 
not even a year later. and he of course rem-ed a week later or two weeks 
later. yeuh that kind of thing, you k m  a month luter or whatever. So.. . . . t 

Interviewer: " Wow. '" 

B d :  "You know. there 's a lot of those men out there fhat wouIciit't 
tolerate something [Ïkz this. '" 



Oualitv of Life: 

Despite the changes in Barb's life she still finds her quality of life good and that 

the tube feeds and her medical condition have only slowed her dom.  

This narrative introduces themes such as impact on sleep and impact on social 

life that are discussed in chapter seven: Management of Tube Feed Regimens. This 

chapter also covers the restrictive nature of the tube feed regimen but specific 

reference to the intravenous pole is discussed in chapter six. The themes involving the 

impact on social life and missing favourite foods are found in chapter ten on Quality of 

Life: Qualitative Andysis. 

John's Nmat ive: 

John is a 74 year old male with neck cancer who has undergone radical neck 

dissection. In one month John had lost approximately forty pounds. Surgery and 

treatment has now left John with a swallowing disorder. To improve his swdowing 

he currently attends regular sessions with the speech language therapist and practices 

altemate swailowing methods. John does his swallowing exercises every day but finds 

swallowing extremely dif£icult and opts out of eating food at ali. 

Interviewer: "Do y m  eat food a2 all?" 

John: "No. .. ..No I c m  7, uh, C d c e  fhere, who I 'rn working with zrh 
with the speech path pathoiogy, C&ce ut the 11h St. Boniface, but uh .... she 
qmnt a cmiple of heurs, the first day up there. about two weeks ago and uh. 
they M some Ennre uh pu&ings in the cm, I had at thuî point tumzng my 
head to the side. swallowing hard and had it d m  over here somewhere 
(poins to neck) and that went down not t m  bad Water and juice I c m  't gel 
down, it goes down the win&ipe. . . . . . . So, but other than the fuste, its too 



much work jttst for the taste. 1 watid t h  a gims a week. But the tmte. it 
tastes. ... To tmte f i  it makes you feel even worse because you c m  't eat it in 

9 -  a rtormul rnmner. 

Interviewer: ''So why is thai. why does it muke you feel worse? " 

John: " Weil because ym c m  't eut it in a rionnal manner.. . . . . l t  's a 
real job to tilt your head over to the side and îry and gel it d m  ?nar 's hmd 
work. " 

Interviewer: "Hard work " 

Joh: "Yeuh- You hmI it 's so d~fferent from the wcy you used to 
eat. I guess ym tuste the food but il takes a havan hour to get ir d m .  I 

' 
c m  't see that it.. . . 

Interviewer: "So since it 's hurd work to swaIIow, m e  you saying that it sort 
of tukes the enjo-vment out of eating. " 

John: " Weil, certain&. Mdes you feel worse. P 

John has been feeding himseif with tube feeds for approximately four months. 

He bolus feeds, using gravity dnp, four times a day @:O0 AM; 12:00 PM; 4:00 PM 

and 8:00 PM). His energy intake via his tube feeds is 1750 kcals per day. His feeds 

are arranged at meal times to reflect some normality. Each feeding session takes 

approximately 90 minutes, thuty minutes to infuse the formula and then he waits an 

hour. John finds this time cornmitment restrictive. 

John: " Weil. you huw. it just seems tu me thar this tnbe feeding 
takes my whole aby. . . . . " 

Interviewer: " Takes your whole dq. " 

John: "... for some r e m  or other. I mem that Sitting there, takes 
my auff in and I 'm siîting there wuzting for an hour to go by. SC, I don 't have 
to be in since F e b r u q  M d e .  .. " 



John is an elderly male that lives at home with his wife. Both have medical 

conditions that impair theu activities. Both take nutritional supplements. Very little 

food is actually cooked in their home. Family or neighbors bnng meals on occasion 

for the wife. John is visited daily dunng the week by Home Care and three times a 

week by VON. Home Care bathes John every day and cleans the house once a week. 

The VON changes his ostomy dressing. During the day John putters around the house 

doing light chores. John requires no assistance with his tube feeds but his wife is the 

one that has taken on the responsibility of preparing his medications to be infused 

using a syringe and the responsibility of arranging home care. 

Future Dependency on Techno lo~  

John has just recently been informed by the speech language therapist that 

there is a arong possibility that he will remain on tube feeds permanently. 

Intervzewec "mat were your thoughts when they first told you that you 
would have to go home with tube feeds? " 

John: " Well, at first I di& 7, it di& 't really hit me untîl I gor home. 
Because I was on it in the hospital, 1 hada tube up my nose und down into my 
srnach. ntat war terrible. And uh, when it really hit me war a week ago. a 
week ago, I guess it 's îwo weeks ago now, when I went up to see Cmuhce cmd 
she told me that there w a m  ' f  mwh hope of uh ... of eating again zitdess the. 
unless the doctor has something in min4 ymr know. ?kt really stunned me. 
Cause up until then I Ihoughf it was just a matter of waiting until rny jaw got 
laose. But zrh, I don 't btow what 's gozng 10 happen now. Have to wait and 

- 9  see. 

John seems to be sitting at home waiting to see if things improve. In the meantime he 

seems to concentrate on the many things he no longer can do due to his tube feeds and 



his medical condition. Prior to his illness John was extremely active painting houses, 

fixing things, doing carpentry work, playing in a band, gardening, and going to the 

lake. 

John: " Yeah, and I c m  't do thut. With everythhg it just stopped " 

John finds that he is jus  too weak to do the things he would like to do. 

Missinn Favourite Foods: 

It is not only his favounte activities that he misses but food itself John 

considers the tube feeds monotonous which eventually can affect one's state of mind. 

Interviewer: "Okay. So whar is is like to never eat fwd? " 

John: 'Oh I miss it immense&. Becmse I 've been used to i f  al[ my 
fge. * *  

Interviewer: "Do certain things, things give you a constant reminder of 
food? " 

John: " Welell. I guess when ym 're cooking rwst it does. That 's a 
constunt reminder. .. . .. Yeah, or there 's ih, they eut hamburgers, you know. or 
chicken from the Chicken House, they sit here and eat it. And I 've got fo sit 
over there and s q  t~othing. Pretîy hard However. " 

John: "it 's boring to sqy the lemt.. . . . . . . Mer you Caink it for 
rnonths ...... . . . . WeZl I c m  .y it 's monotonoirs (Ih. well k i n g  to take fhis 
evety h, I» and out on a continuai basis and knowzng t h  yoir 're not going 
to have any change, if  's probably plays on your system andyour mznd, whai 

1 r  you 're thinking ...... 



Positive Aspects of Tube Feedinn: 

John does have some positive comments to say about the tube feeds. Positive 

aspects are fùrther discussed in chapter nine. 

Interviewer: " m a t  me the positive aspects of tube feeding yourself3 " 

John: " Weli, rfyot~ wunt ro be realistic abmtt it. uh. mppose it 's 
t'asier thm preparïng a meal Arrach a hose to yuur stomach and sit dawn 
and wazt, that 's al2 there zs to il. No dzshes to wmh. Just t h  the c m  in 
the gatoage. mat 's all it takes. WeIl you need ro wash the epiprnent and 
stufi tubes und everything. 1 

Self Image: 

Tube feeds also have not changed the way John thinks about his body. A tube 

protruding from his stomach does not bother him. 

Quaiitv of Life: 

John's quality of Me has been impacted by this new liestyle and he believes 

that the sooner he gets off tube feeds the better. John rates his quality of life as 'not 

good'. 

Interviewer: "Okay. . . . Now I realize thm quaitv of Iife is dztfictilt to 
define, but in yuur own words how wouIdym describe your quality of ive? " 
..... 
John: " Well. uh other rhm the restraints rhe operation and tube 
jeeding iaas placed on m r  Iives. I wouIih 'r suy it 's c h g e d  it that mz~ch. It 's 
restrictive and restrained . . . . . . Activity. " 

Interviewer: "Ac?iviiy. " 

John: "Yeah. Like 1 toid you. we don 't go out to restaurants anywuy, 
ahces  et cetera that uh . . . . . Gozng out for rides and rhalbul uh, . . . " 

btierviewer: "So. would you .y your quaIity of Iije zs good or . .. .. " 



John: "No, I wordd sqy it 3 not go& right now. Very hard on the 
9 7 nerves. 

interviewer: "Hard on the nerves? " 

John: "Of course zt is. Sure. The sooner 1 get off it the better 1% 
like it. " 

Themes that are mentioned in this narrative include: the restrictive nature of 

the tube feed regimen (chapter seven); the positive aspects of tube feeding (chapter 

nine); missing favourite foods and quality of life which is covered in the qualitative 

analysis of quality of life in chapter ten. 

Larrv's Narrative: 

Lamy is a 48 year old male who had a stroke approxirnately fourteen months 

ago. The cerebrai vascular accident has aEected his memory and his ability to 

communicate. Origindy Larry feit he could better complete the i n t e ~ e w  if he 

recorded his responses in writing. M e r  severai attempts he finally phoned the 

researcher and asked for a verbal i n t e ~ e w  since he was having dficulty completing 

the questionnaire. He found that by the time he wrote his thoughts down on paper he 

would forget what he wanted to say. 

The stroke is not the reason why Larry actually started tube feeds. He has had 

a gastrointestinal disorder for approxirnately seventeen years and during those years 

has had nurnerous surgeries. Every time Lamy would eat he would get sick to the 



point where he no longer had a desire to eat. Consequently, his intake was extremely 

poor. Larry's usual body weight is 200 pounds and he currently weighs 130 pounds 

which is 65% his usual weight . Larry has been on tube feeds for the p s t  two and a 

half years. He feeds himself at night for approximately seven hours. 

Management of the Tube Feed Renimen: 

Lany has adjusted his own rate in order to get the tube feeds in as fast as he 

can. He is only supposed to run the tube feeds at 250 rnls per hour but bumps up the 

rate so he c m  complete his feedings faster. 

m: ': . . I 'nt un& supposed to take 250, 250 rîh the p m p ,  not 
MO.. . . .. . but I t a k  300 because it 's faster. yyou how, I cmul  ger it al1 in in 

* 
an hotir 1 'd be happy, yuu hm.. . . . .it jw takes so rnuch tirne. 

Also to heip speed the process Larry has adopted a manual system of infushg the tube 

feeds which takes a fraction of the time it would take with the pump. Lamy finds the 

feedings very tirne consurning and ofien doesn't take dl he should. 

Mental Health and Acceptance of Life Changes: 

Larry's intexview overd  was very negative. He finds life on tube feeds very 

difticult. During the interview Lany appeared down and he agreed that he was 'in a 

nit'. He fiequently dwelled on the negative and on his past. Larry does realize that he 

ne& to improve. 

Law: "It 's jus& I 'm just d m .  " 

# *  Interviewer: " Y m  're dm?.  



m.- " Yeah. And irh, . . . . . . if I don 't get up, y m  hm, I uh. r j  I start 
workïng again or keeping my mind ofl oflof eveq&iing else. It 's uh. it 's 
when I'm just sitting there eatzng or just sining fhere, thai. it 's just terrible. I. 
1, you knw, I think about uh, a lot of things I clon 't want to think about. Lrh. 
you how. I .... you b u w  i look around and I see, I see which. y m  kntow. 
which guys me [in executzve positiomj mmd here.. . . " 

Interviewer: "MmMmm. " 

w: "And uh. I wus a way ahead of them. you hm, I. I c& be. 
you kmw, 1, if I wotr fdn 't have been sick I 'd uh be [President of- j or 
anyone of them now cause uh the ofder [presidents] me gone. I'd be at /east 
amce Presidentl but uh.. ... . then. you know I rnight have, i rnight have 
switched to Real Estate. " 

Interviewer: *'MmmMinm. *' 

m.- ".. . y m  hm. because I 've got my Brokers iicense. I 've got 
everythitzg y m  c m  get for t h  and uh. and then I was sick.. r 

Interviewer: "So y m  're thinking of w h ,  whar you cmid have been 
doing. .. " 

W.. "Yeah. but when I do that I uh. I gel down. so 1. you know. got 
to forger about it. Becmm fhere 3, t h e  's not mtrch to look forward to. Y m  
hm, there isn 't uh . ... . 

Larry is on a lave fkorn work due to his ihess and spends most of the day 

puttering around the house. The fact that he no longer has his driver's License since his 

stroke has made him more house bound. Every other day he WU wallc around the 

shopping mal. Previous activities that he used to enjoy are either boring now or he 

can't perfom them as weil and he h d s  that fhstrating (e-g. computers, golf). He is 

constantly comparing his current abilities to his fùnctional performance in the past. He 

cornrnents that he needs to find something new that he didn't do before. 

m: "But uh, I cmld do many things very weii and I can 't do ihem 
now, you knav, t h ' s  uh, if1 couidfnd some thing now t h  I coulcln 't do 
then I ' c i  be happy. '" 



Interviewer: "MmrnMmrn. " 

LaTyr "Or uh, yolr know. wha~ I c m l h  't do then but irh.. .. . " 

Intem-ewe: " Y m  keep comparing it ? " 

m.- " Well yeah sort of: sort of. Clhm I 'm ahuays. . . . . I don 't want 
b [ive the rest of my iife like this. I hope it gets better. " 

Impact on Sleep: 

Larry's sleeping pattern is disturbed and he frequently wakes up in the middle 

of the night. Since the tube feed pole is not portable, he discontinues his feeds and 

then rnanually pumps the rest in the moming. Larry comments that sleeping with the 

tube feeds has created a separation between him and his d e .  He has to sleep in a 

certain position and is unable to cuddle with his d e .  

(written) Question 7. How hm home tube feeak dected ymr famil'y life? 

m.- nte tube feeds gec t  my fmiiy bd&.  Duri~ig the night when I 
sleep with my wfe  the feedings have me in one position su I can 'I hold my 
wife mmld îhis causes a separation beîween us. 

Social Isolation: 

Lamy does not only feel a separation fiom his wife, he aiso feels isolated from 

the family during meal times. When asked 'What is it Like to never eat food?' Larry 

-1 It rnakes me isolatedfrom my fmzly. When supper is rem@ 1 
go into the livingroom and wait or sit at the table und do riothing but dri~~k 
mzlk or coflee. 



It doesn't bother Lamy to see other people eating. He has no interest in food, has no 

appetite and does not enjoy eating. 

SociaIly the tube feeds have had linle impact because he shuts them off and 

feeds later or not at d l .  In the past few years him and his wife have been alienated 

from their £%ends. Larry feels this is due to his stroke more than the tube feeds 

t hemselves 

m.- "No. No. .-... No we 've uh, we 've, see we 've uh, in the last two 
yemq we 've t h ,  over two or three Yeats, we 've been alienu~edfom a4 our 
fie& üh, very. ymt know, it 's very seldom, that we 'Il ever see them again. 
They 're rrh, they 're from ail over the ciîy and sometirnes we have a purty, they 
come here and ifthey have a party we go there and uh. jtrsr fhar 1, I c m  't, you 
know. it 's jzrst d~fferent now, I used to be uhm, I used to do al1 the talhng, y m  
krtow, I used to tafk very, very freely d, and uh, I ahuays, you knaw, I 
ahuuys M in conversations a d  and now I just srt back and listen. Uh, cause 
t h e  's a tinte between my speaking and. and uh heming. Y m  see I can 
understand eveiythingyou 're saying but when I try, wher~ I try tu say 
something I c m  't say il righr, sso I . . . . I don 't know. " 

Self Image: 

Lany's body image has ais0 changed over the years. 

Interviewer: "Has tube feeding changed the wqy you think of ymr &oc@? 

w: "Oh yes, of course. II s mode my borfy very uh, very slim. Y m  
know, whett 1 Iwk arouizd, you hzow, look around for the muscles, you b a w .  I 
remernber w h  used to be there and whar is fhere now uh, I'm stzi2 uh, 
suprisingly I 'm stili strong. Uhm, aithough my, yau know, I 'm on& 130 and 
nothing shows up. I w d d .  I w d d  like to get up to 180 pmnds again now 
d maybe I wili, I don 't know. Uh ,........ it 's uh, I just gotten IO the point of 
/ i f ,  fhat I jus2 fake things ar they come. " 



L a y  considers his quality of life to be fair and that his 'day is very uneventful.' In 

order to see improvement Larry feels that he needs to start trying to eat again. 

Larry raises numerous themes in his narrative. Modifjmg treatment such as 

using alternate methods of administration of tube feeds or faster rates is discussed in 

chapter seven: Management of the Tube Feed Regimen. Also in this same chapter one 

can read fùrther on the impact o n  sleep and the impact on one's social life. Family and 

the acceptance of these life changes are discussed in the qualitative chapter on quality 

of life. 

Audrey ' s Narrative: 

Audrey is a 72 year old female who had head and neck cancer, radical 

dissection and multiple reconstructive surgery eight years ago. Audrey was 

hospitalized during the entire e s t  year of her illness. To this day she is still disfigured. 

Audrey also has a tracheostomy and uses a nebulizer to administer certain medications 

twice a day. With her talking tracheostomy Audrey's enunciation of words was 

sometimes difficult for the researcher to hear so the researcher repeated her cornments 

for confirmation. These repetitive statements were eiùninated from the following 

quotes for the benefit of the reader. 

Audrey is unable to swailow and has been feeding herself tube feeds for 

approximately eight years. She feeds herser four times a day at meal times and gets 



approximately 1200 calories per day from her tube feed formulas. Audrey uses a 

syringe to infuse her feeds, which she finds a lot faster and cleaner than the gravity 

dnp. Each feed cari be finished in meen minutes versus thirty minutes using the 

gravity dnp method. Syringe feed'mg was an idea that she picked up during a hospital 

stay in one of Winnipeg's community hospitais. 

Atrdrey: "So. iih. when l went into(the hospituif, thfs was how they were 
feeding me, y m  see, md l thmight, well why am I usitzg thPI thrng and i f  
breaks und they le& and what a mess. *"  

Management of the Tube Feed Remen:  

Audrey has not only altered her feeding method on her own, she adjusts the 

arnount of tube feeds she thinks she needs, she adjusts the timing of her feeds and she 

has also learned how to change the balloon in her gastrostomy tube when it breaks. As 

Audrey States "You leam a heck of a lot when you have to." 

Airdrey: " nere 's a little b a l h i  af the end and sometirnes zt break . and ir jiist cornes out. 

Interviewer: "So you have an extra tube around in case fhat hqpens? " 

Aliâkey: "1 have five. " 

Ittferviewer: * 'Ym h m  five andymi just change it yourse& " 

Auakey: " Ye& they showed me. Izke when.. .. before that t h .  to be 
removed I had to go to the Hospital and gel it c h g e d  cause they hud to do it 
within the first half hour or ir would stmt closing.. . . The baiZoon.. . and with the 
new Doctor. .. .. she s h e d  me how you c h g e  i f  yourse&. .. So I war îrying 
and 1 watched. you hm. they have this rnirror. Where you c m  warch what 
ever she 's doing. It was close enough so yoir couid see everyihing they were 
do Ntg and she expImCIIned as she was guing a long. .. . A t fitsî I thmght there war 
no way 1 w a  going to do t h ,  but y m  get caught at 4 O 'clock. 4 O 'dock in 
the morning, who are y m  going to get. " 



Interviewer: (lmghs) '"O are y m  going to gel.. .. So. when it breaks y m  
know right away because it wakes yau up.. . . 1. 

Aridrey: "Oh becairse y m  're soaken wet. " 

B. lnterviewec "Yeah. because it prevents the juicesfrom coming art. 

A iiukey: " Weil you fee l wet. y m  wake up.. . . .MmmmMmmm. And i f  
goes. And its gorze. Y m  got tu look for tt in your bedding. " 

Intewiewec "1s it pairifid at al2 when y m  c h g e  if?" 

Audey: " N w .  Well actt~ully at first, when he Jrst pur thar fn I thmght, 
oh my God. I 'II never be able to [ive with that. It hurt.. . . So. then you have to 
get used to the rubber next to your s t o d  Iike your skia. ..And it b u n ~  It 's 
jrist iike a baby 's bottom . . . . .. . when it gets uh diaper rarh and ail t h .  
Actudy, y m  get ararnd thm. " 

Impact on Normalitv: 

Audrey supplements her daily intake of five cans of Boost with crearn soup, 

juices, m i 4  coffee and beer. During the i n t e ~ e w  Audrey or her son-in-law ofken 

refer to her 'drinking liquids'. This created sorne misunderstanding on the part of the 

researcher since it was assumed that that meant she consumed liquids orally. This was 

in fact not true. When Audrey referred to drinking liquids she meant infuskg them 

into her gastrostomy tube. Audrey has adopted a 'normal' phrase such as drinking to 

represent tube feed infusion. 

Interviewer: " You c m  d h k  liqriids? " 

"Yeah, yeah. " 

A udrey : "Any Iiquih. ' " 

Interviewer: "Okay.. . .. .. So you 're supposed to take them [Boostj fiw times 
' . but you probably get more about four on average because.. 



A ir&ey: 

Ittterviewer : 

Au&e-v: 

Famiiy: 

Azrdrey: 

Fmily: 

Interviewer: 

A zrcirey: 

Impact on Activities: 

"Yeah. " 

". . . . . and you eat sume lipiak as welk " 

"Oh I have smrps andjlrices and .... 

"me coflee. e." 

. * ' . . . 1 've got etzm~gh i 'm te lhg  yorr. 

" Yep. '" 

(;Imghs) "OOkcry. '" 

"'If1 Czrankjive of those. I wauidit 't get ofJIhis chair. '* 

Syringe feeding takes very little t h e ,  is portable and gives Audrey the 

independence to do things she likes to do. Audrey's favourite activities include 

shopping with her daughters, gambling, traveling, kniiting, and baking. She will often 

go out with her daughter and retum home several hours later. Audrey also travels 

several times a year via plane or bus. In the following narrative a f a d y  member 

emphases Audrey's autonomy and ability to do the things she loves in life. 

Famify: " Yeah, the feeding stufl what, what 's hppening is uh, Mom is 
not mchored ut home. She wants to go somewhere. as matter of fact, she 's 
been down to the States a fav rimes. She grabs, she takes en+ supplies 

t' 

.S.. 

Interviewer: "Okay. '" 

' ' Fami&: "She went to Vega, she brought supplies. 

Interviewer: " O h  that S great. " 

Fmik'y: '2nd this wqv, irh. the thing is uh. it 's reliaHe, when we need it 
it 's there. Clh, Mother takes it with her all the tirne. She *s not deperdent on 



staying home. where is my next meal comingfrom or who is going to give it to 
me or l came unprepmd There it is. Llh. we c m  go vkit the 
grmr&ighters or her daughers. she c m  go mzd visit anybody she wmts. she 
packs up and all the stuff is there. She takes it with her. so to t h ,  it gives her 
the independence and uh, she doesn 't have to rely on anybody. Which makes 
o big diflerence. Because, first thing, vuh, in all honesty, we 're going to say 
okay. we going tu need tu lmk Mer her, I don 'Z think Mom would be alive 
tcxkg~. The bottom line is uh. she has retained the things she cherishes and 
there is no wuy I 'm gotng to take that away from her. " 

Interviewer: "Yeah. " 

Farniiy: "And, trot on& that, she doesn 7, she doesn 't have to rely on 
unybody to do it. Othenvise yotr 're lookmg at taking Mom and plocing her 
into a home, which doesr Y fir her profile- Forget il. Some people do. But 
the home feeditzg hm givetl her the autorzomy. '" 

When Audrey travels she makes arrangements ahead of tirne and transportation is 

always ready at the airport. She has a suitcase always packed ready to travel in case 

the opportunity aises. 

Interviewer: "So, back to that your social lije pl. may be you con tell me 
a litfie bit about the traveling y m  've done, like how mobile you have been 
with the tube fee& where y m  've gone?" 

Audey: ' Weil i 've been OF? the oircraf i 've gone to Vegas.. . . .And 
certain& the airport, they got a wheelchair for me. waitïng ut the air t e r n i d  
and they take me out to the taxis, wheelchair. ... hotels got one for me when I 
get to the hotet.. .. . " 

Interviewer: "Like a wheelchair. '" 

Aucliey: "Uh huh. .... Take me straight 2ïp to my rwm su th& Mer that 
9' 

it 's al2 about going gmbling m~d you see, lake my walker with me. 

Interviewer: '30 yotr travel with your walker ? " 

A ucirey : "Yeah. " 

Interviewer: "And you travei' with your ventiiator? " 

Audrey: "Yeah. " 



Interviewer: *' Yeah. you bring. yyou pack everything up. Ali your 
equipmenl. '" 

A d e y :  "1 got the whole shimalahoo. I gor a suiteme readj for it. " 

Mental Health and Acceptance of Life Changes: 

Life was not always Like this for Audrey. It took a long the ,  more than a year 

at home, before she would even go out in public. It took t h e  to buiid up her 

confidence and come to the realization that there is nothing she codd do about it and 

one had to get on with their Me. 

Interviewer: "How long dzd it take before you felt that c o n t n t  to go 
wt?  '* 

A udrey: "Oh, about a yem. " 

Interviewer: "So you were in the hospital for a yem and then y m  were 
home for about a year before you then felt you were r e m  to stmt taking if  

S. out. 

A zrriiey: " Yeoh. It takes tirne.. .. Uh, huh, ym have no self confidnce. 
Y m  gotta say ' Well the heck with it I 'm gotng to go and I don 't care w h  
onybody says.. ... nie thtng that hirn me, 1 think w a ~  when. we went shopping 
m n d  Christmas tirne and this little girl Iooks at me mid she went to her 
mother and she said 'What 's the matter with t h  lady? ' And she l&d 
scured, r h  hurt.. . .But my grandacIughters, uh, they come in to the.. . 'Hi 
Grun ' nothzng. '" 

Interviewer: " Yeah. * 

A u&ey : "And here 's this little mange child whtch uh, and I jus?, you 
know, irying to set her up there. Even that d m  't bother me now. " 

Interviewer: " Yeah, kids are curious. " 

Audey: "Ar one. in fact one M e  girl, she kept puiling away und hiding 
behind her mom and I said tu her 'Ym come here ' and when she, tmd she 
came kind oJ she wasn 't quite sure .... And I says 'Ym don 't have to be &id 
of me. ' And she says 'No? ' And 1 said 'No '. 1 said 'I wouldh 't hurt you. ' And 



then she tmïched my face mrd she wasfine. She went with her mother quite 
happy but the child befoe that, well thal was before I was really going 
anywhere, other t h  the hospital for the heabnent or sume dam thing. In 
fact, if was at the ho@tal, î k t  this [inle girl said t h  to her moiher and l feit 
that 3 great righr in the hospital* there 's others worse than me but afrr I said 
'(lh the heck with if I 'm going to go, I don 't c m .  * " 

Inteniewer: "Su @ter about a yem, yorr Pgured that 's about the time when 
you able to ger out. " 

A udrey: "Yeah, jmî gradiiaily I went out. It tmk tirne. l feltfunny 
when I waiked by anyone, lhey k»td of glmced ut ym. It kills ym. But what 
me you going to do, i f I  hod to stay in the hume all the tinte I 'd go ntits. 1 'd 
be reae  for Selkirk. '" 

lnteniewer: "Yeah. So that first yecv mmt have been v e v  rough? " 

A udrey : "Oh yeah ......... WeIl, I had a lot happening to me when I was 
in t h  hospztal though. 7?iings I smv, I was newms, they saw the wtnind, but 
you kind of shuf away in a vacuum, I dich 't think rrh whut 's the use in going 
on about if. It 3 gone. " 

Interviewer: " Yeah. " 

A udrey : "Half is rtot gone. but i f ' s  very b a d  Inen y m  rnake the &est of 
if. Tnere 's nothing else you can do. " 

Oualitv of Life: 

Overail, Audrey's inte~ew is positive and she is defhitely experienced with 

this new way of Me. Audrey considers her quality of life good and she can do 

whatever she pleases. Audrey does not feel that tube feeds has changed her quality of 

Me. When she compares it to the beginning, life is a lot better. 

Interviewer: "'Hmv about when you Iwk ar your quafity of lije or now 
comped  to thuij?rst yem when you came home? " 

Audey: "It 's got a lot better. " 

Interviewer: "It 's got a lot better. " 



A uakey: "Oh yeah. And getting back my self confidence agairz. I lm it 
for a long time. I dith ' f  care if1 came out of the hovital or not. When I 
thznk back now, il just gws through my mind about what I was thinking rhen 
my Gad are you stupid " 

Audrey's narrative continues to suppon themes such as nanagement of tube 

feed regimens, impact on activities, mental health and acceptance of Me changes and 

quality of life. Another theme that was covered included impact on normality which is 

further discussed in chapter seven. 

Summaly 

These four individuals represent the variety of situations one cm encounter 

when working with people who are tube feeduig themselves at home. This group is 

diverse with many different scenarios. Respondents WU Vary with regards to their 

illness, age, background, method of feeding, duration of feeds, time of feedings, and 

the nurnber of rnonths or years they have received tube feeds. Despite these many 

differences there are common themes that many respondents mention during their 

interviews. 

These four narratives were presented to provide a total picture of individual 

lives on home enteral nutrition and to introduce comrnon themes that are presented in 

subsequent chapters. Themes that were highlighted in these four narratives include: 1) 

management of tube feed regimens; 2) the restrictive nature of the tube feeds and the 

intravenous pole; 3) altering treatment to lessen the impact on tirne; 4) the impact on 



social Iives leading to social isolation for some; 5) the impact on activities; 6)missing 

favounte foods; 7) the impact on normality; 8) mental health and acceptance of life 

changes; 9) the impact on sleep; 10) the positive aspects of tube feeds; and 1 1 )  quality 

of life. 



V. Life with Home Enteral Nutition 

M a t  is it like to live on home tube feeds? Health professionals, that work 

with this patient population, wonder what is the patients' perspective. Unfomnately, 

they never have the opportunity to invest the arnount of time that listening to a 

person's narrative, relating treatment experience to lifestyle, requires. The literature, 

regarding pardel technologies, tends to deal with the person's interface with this 

technology. Very little is known with regards to the person's interface with enteral 

nutrition technology . 

Therefore, the opening question in the experience section of the i n t e ~ e w  

guide was, 'Can you describe to me what it is Iike to Iive on tube feeds?' This 

question gave the individuals an opportunity to descnbe their perspective of life with 

home tube feeds without any pnor leading questions, topics or influences. This 

opening question seerned to set the stage for the rest of the i n t e ~ e w .  For instance if 

the interviewee had many negative things to Say with regards to life with tube feeds, 

generaily the entire interview b e d  a negative tone and vice versa, if the individual 

had no problem with tube feeds at aii, the remainder of the i n t e ~ e w  was fairly 

positive. 

The responses to this question were numerous among the twelve subjects 

h t e ~ e w e d .  Several themes, that will be discussed later, onginate in this openhg 



response. The difference between this section and fùrther discussion, is that in the 

opening responses one individuai may have discussed a particular theme but later on in 

the interviews several respondent s rnay have raised t hese issues. Therefore, further 

chapters juaify the cornrnonality of these themes. It is important to analyze the 

qualitative data in this manner to capture what first comes to mind when respondents 

are questioned 'What is life like on home tube feeds?'. 

Themes that will be covered inchde: technology; impact on time; the 

restrictive nature of the tube feed regimen; acceptance of Life changes; positive aspects 

of tube feeding; the concept that tube feeds are interrwined with their illness; the 

impact of life with no food; and impact on sleep. 

Technoloq 

Five out of the twelve subjects made some reference to the pole or machine 

being annoying, restrictive or curnbersorne. The restrictive nature of technology was 

also experienced by other individuds living with pardel technology as mentioned in 

chapter three. 

Jim feeds himself for approximately sixteen to eighteen hours every day and 

has done so for three months. 

Jim: " WeII it Ir a bit nrntbersome. you have to Caag this pole around the 
hmse (laighs, both imgh). 



Jim: "Yeah. y m  got a waiking purtner uhm. you know, from that point of 
view. .. . y m  c m  sit md watch TV or or you hm sit and talk to people with it 
going, it 's not int itzconvenience in thar regard but it 's very slow. . . . . . su you 
have to &ag the pole around for a lot of hotirs and have it attached to you 
while your sleeping ami uh. you how, when you have to go to the washroom 
in the midfle of the night y m  have this pole tu contend with and y m  got to 
rnake sure thor the hose doesn 't corne undone, yyou hm. while yow sleeping 
and roll over.. . . .. " ". . . . .. . . . ..It uh, you know, su sleeping is, yotr know, it 's good 
you c m  get a lot of feeding done while ym 're sleeping but y m  c m  't sleep d l  
the time. (both lm~gh) 73ie rest of the time y m  're &agging the pole arcnrnd " 

The next individual comments that 'the machine is going al1 the time' despite 

his positive attitude and the fact that he feeds himseifmoaiy while he is sleeping and 

juggles four hours of feeding in the evening. The individual attributes his positive 

attitude to the fact that life with tube feeds for hûn is short tenn and he anticipates 

discontinuation in the next few weeks. 

Paul: "'It 's very mnoymg to have to keep plugging into your machine evev 
once in a while. m e  machine is going al1 the time. " 

Sorne people stated that they felt nailed down or tied to the pole. Larry has 

lived with home tube feeds for three years and was only supposed to be a night feeder. 

Lany h d s  that he can't sleep at night, not necessariiy due to the tube feeds, but stops 

his feeds' in order to get up. He resumes his feeds for approximately thirty minutes 

during the day. Even though Larry feeds himself for a short period during the day, he 

still feels nailed down to the tube feeds. 

Interviewer: "1s ir uncornfortable af all? " 

-1 "Mm&mm, when I 'rn awake. " 

Interviewer: " When you 're awake. '" 



W. "Yeah, jtm to sit there and let the stuf 'ow. it 's just idh like. 
l i k  being nailed down. Ming fhere wuiting for îthis st>%fîo purnp in. y m  
knaw. " 

Bah  has recently just begun tube feeds in the past two months. She currently 

feeds herseif for ten hours ftom 10:OO PM to 6:00 AM. She aiso cornrnents how 

difficult it would have been in her previous bi-level home. 

Bmb: "1 hate il. Uhm ,... . . . .. why? .... Uhm .... . II 's a sirange feeling 
clinging to a little tube. Uhm. .. I don *t like it. I hate being tied to my pole. I 
fee I restricled . . . . . .And I find that $1 'm tied îo it during the day that it rea& 
restricts me I mean I *m bumping into anything with this pole. It 's huge, you 
krrow. it 's a big wheel base on it. ' *. .. . . . "So ii 3, I 'm bumping znto everything, 1 
c m  *t gel mound " 

Interviewer: "1s this, is ymr house uhm. one levef. .. ? " 

Barb: " Yes. " 

Interviewer: "It 's a bzrngalnu. '" 

Barb: "Yeah. Which we iived in a bz-level before. so I mean this is a 
godsend, this house. t h  I was in this house when if al1 huppened .... because 
I dot1 't kr7m how I 'd manage in a bz-level. Y m  know* cause our bedrooms 
were al1 on the luwer level there. ' *. . . . . " The living m a  was up ~ h e  stairs. You 
hm, I wmld have been restricted to the. to the basement, tu the iower level 
the whole tirne. " 

Ilrterviewer: "Yeah. Is it hard ro wheel.. . . . ? " 

Barb: "Oh. I wouid have gone crmy. I couldn 't have dragged it up 
9' the stmm. 

As individuals interface with this technology they ûnd they feel a sense of beins 

physically tied down to their equipment. Further discussion pertalliing specifically to 

this 'pole7 is found in chapter six. 



Impact on Time: 

A second therne that originates in the opening question relates to perceived 

time versus real time. Individuais perceive that the tube feeds are time consuming 

regardless of the actual amount of time that is required to administer the tube feeds. 

Their perceptions is that no matter how f a t  they run their tube feeds, it's just not fast 

enough. Some uidividuals alter rates or alter the method of delivery in order to 

shorten the time spent dunng feeding. 

As mentioned in the previous chapter, Larry was origindy oniy going to feed 

himself at nights with his tube feeds but finds that he cannot get al1 the volume in 

during that period because he wakes up during the night and the pole is not portable to 

move to another area in the home. Therefore he discontinues his tube feeds and 

finishes them in the moming or in the evening. Lary has adapted a method of 

manually pumping his tube feeds during the day in order to do it faster. 

Lamy: (wriîten respome) It t&s many hmrs thm conflct with my daily 
routine. 

Interviewer: "lt, whol do y m  mean by uhm, this lust part thut it conflets 
with your &[y routine? Does your feeding at, you are feeding at tiight. do 
you find thPr you have to feed W n g  the aby too? " 

m.. " Yeah, 1 do sometimes. becnuse at nzght, I irh. I uh, I wake up 
md l uh, and at 3.40 in the moming wake up md shur the ferding. - . . . .And 
uh, und I go to sleep and I. and l feed drring the abytime. " 

Interviewer: "Ohy. So why ab you shur them oflin the m a l e  of the 
evening, night ? " 

m.. " Well because, because et, tt 's located ai my bed. und y m  
know, I don 'Z wm>r uh, stay in bed au, ail night. You knav I get. .. . . ' * 



interviewer: "Oh. okay.. . you want to get up. " 

...... Larry: ''II 3, if 's not portable. it 's not poriabZe v i t  was portable. I 
wmid y m  knaw, I c d d  ccmy it armnd more. i cmld carry it uround ail the 

t *  time. 

w: 'Y gel up and 1, I go dùwllstairs 4 and faII erleep and l woke up 
and I go back und get uh, and 1, I oflen do my. you howJ do it away from the 

...... machine. just squeeze t h a ~  thing there i cm, see I c m  squeeze it fzk this. 
(speezing noise) See. II 's sucking through and the iube cornes in there. " 

interviewer: "You just do it mamraI& instead of being hwked up to the 
pump. ....... Haw long dùes a c m  take thut way ? " 

W.. "Oh, uh it is abuut, about a fifrh of the tinte. I c m  do it wqy .. faster thm an hour. 

Larry had adopted a manual feeding system that can deliver approximately 625 to 750 

mls in half an hour. But he finds that he if adminiaers any amount greater than 375 

mls he wiii get diarrhea. 

-1 "But then / c m  't taGe the. it d m  't uh agree with my stomach 
then I 'II  get diurrhea from if. " 

. ..... m.- ' M m m M m  Cause it 's Ymer. " 

Interviewer: "'But then you 'll gel dimhea " 

m.- "Yeah, well sometzmes. " 

Interviewer: "Sometimes not all the time. " 

Interviewee: "No, no, if1 do, i f1  do one. one and half or two c m  if S ofl 
righr but if1 do more t h  t h .  ... " 



Larry not only pumps manually to get the tube feeds in faster he also adjusts 

the rate. 

m.. " I'm on& supposed to fake 250. 250 uh the p m p ,  not 300 .... 
but I take 300 becmse it 's faster. y m  kr7au. i f1 cmld get il ail in m m hmr 
I 'd be happy, y m  hmv. '" 

I.n!erviewer: " Yeah. " (iloth lmigh) 

htentiewee: "It just takes so much time. " 

Other comments with regards to tirne and rate were as follows: 

Paul: me  machine is going all the rime.. . . . . . I don 't Iike being hwked 
icp to the machine for the length of time 

Jim : ". . .. but il 's very s h .  Uhm. you know at the 300 mls per hour 
it takes fmcr hours, four hours for tha~ h g .  U h ,  so it 3, y m  kmw. to gel the 
appropriate mmmt of nutrition i f  tuks  a lot of hours so yorr have tu &ag the 
pole mound for a lot of hours and have it attached to you whzle your sleeping 
and uh, yotr know.. " 

ina&y. " 

Ir~terviewer : 

Jim : 

Interviewer: 

Ji???: 

Wzie: 

Jim : 

Jim: "Uhm. you 're restricted, i f y m  feel like going autside y m  obviousIy. 
w d d  you go outside to do things. uhm you 're sacr~ficcing, ymc know. feeding 
tirne. so la« night I went to my son 's soccer game and uh, you know. rhar 's 
two hours of no feedzng, so, yorc how. an hour here and hoicr there andym 
start runnzng short of hours of feeding, so y m  nrtting into y w  feeding tirne. 
There 3 no way you c m  speed it iip, il 's just, it 's. there 's on& so many hmrs 

"Andyou Ze running it ut a . . . " 

' 9  "I'm runr~ing it .... 

". . . at a high rate. " 

"3 00 is the fatest rate it goes. " 

"But your stomuch c m  't tcike it. " 

"Yeah " 



Regardless of the amount of time an individual actually tube feeds themselves, 

it is perceived as very time consuming. This theme is consistent whether the 

respondent feeds themselves for ten hours during the day, like Jim, or in Larry's case 

for thirty minutes. 

Restrictive Nature of the Tube Feed Regimen: 

Time impacts on ones ability to do things. Consequently the third cornmon 

theme, which is related to time, is that individuals feel the tube feeding regimens are 

restrictive. As illustratecl by the following quotes tube feeds are perceived as cutting 

into individuals time to do other things. 

Mike : "Oh it Ir. it cuts into time to do things.. . .. Like going out with 
my friends in the, in the evening, ijifl have to be on tube feed I can 't go 
anywhere. " 

Barb: ". .. . Ulm.. . I don 't lzke it. I hate being tied tu my pole. I feel 
restricted 

Interviovec "Okqy. Uhm. you mentioned thal you find it re~nicted . .. .Do 
you find that there are things that you are missing out on or .... " 

Bwb: "Yes, cause If ind you kmw, uh we never stay out iate 
mywhere, I mean we ahuays have to be home m m d  8, 8:30 cause I have to 
have my bath before, i f ' s  something I haw to do before Iget hooked irp mad 
everylhng.. . . . Su it 's, yeah.. . . uhm Ruinbow Stage is out of the questionn " 

It is also interesting to note that with Larry, although he only feeds hirnself 

approximately thirty minutes during the day he still comments that he finds that it 



conflicts with his daily routine. During fbrther discussion he mentions that it conflicts 

more with traveling and vacation. 

Lamy: (wrinen re~pome) It takes many hours thor c 0 n f . t  with my &i(y 
rotltine. 

Interviewer: " O h . .  . . . .. So c m  you give me an example how then it uhm 
conflicts with ymr hi i y  routine? Ji<sr su 1 understond thar part a little bit. " 

m: " WeU, I 'm no& really doing unything so it d m  't conflct very 
mirch ..... Y m  know. uh, when it does, fike if[ have tu go  MI^, I go out. I just, I 
uh. don 7, I don Y let thor conflict with it. with anyihing. .... . I just stop it mtd 
leave it und . . . . " 

Interviewer: "Do it later. " 

Lmry: " .... do it later, yeah ...... Wh the r e m  it uh. if really cotflict. 
it doesn 't conjlict me at ail when I'm home. it 's when I wmt, when I wmt to 
go. we 're, we 're going on holialys this nrmmer ...... And now ihat 's going to 
be a, it 's goitzg to be, ymr knw. I 'm uh, yoti knaw it 's going to be dztfictrlt. '" 

Interviewer: " Yeah. have y m  . .. . . where are you going to go on holihys? " 

m.- "Oh we 're gozng to go to Cfear Lake rhisyeur and 
Saskatchewan and.. " 

Lany has traveled in the past, but has never required as much tube feed as he does 

now. He mentions about his trip to Florida and his inability to consume foods which 

resulted in a ten pound weight loss in one week. 

Interviewer: 'Okq,  so have you naveled . . . ... '* 

m.. ' ' Yeah. " 

Interviewer: ': ... . wirh the tube fee& before? " 

m: "and I hawn 't tuken this much. you hm, I uh.. . . . . " 

Interviewer: "Okay. SQ yotr were eating food more before. '* 



Lany: " Yeah, or nothing and I w d d  Iose the weight uh. .. . .ln fact 
w h  I w d d  do, when we went to uh Flonda. I cari& 'î, I îook some of the 
stuff brrr th, I losl îen pou& in a week Y m  how. 1. I ate whar. you hm, 
what I felt iike and I didn '2 feel l i k  eating very mch.  .... So I 'm uh. t k ' s  why 
I Sn d m  on wezghr and not getting up. 1 V 

The restrictive nature of the tube feed regimen impacts on respondents' ability 

to participate in favourite activities including social functions and traveling. Refer to 

chapter seven for further discussions pertaining to these themes. 

Acceptame of Life Chanaes: 

Lamy aiiudes to the fact that he finds the tube feeding dificuit when he 

wants to travel. ï h e  fact that Me with tube feeds and adjusting to these life cbanges 

are considered dicult  in general, is the fourth theme identifïed by five individuais in 

the first question. 

kmy: (writ~en) It is very dztficuit. Before feeding 1 was a very 
independent individuol and n m  I mn o dependent. Tube feedings are hard to 
/ive with. 

Lucy (written) Living on tube feedr is d@cuit in cenain wqys, such us 
never tusting the food that smells mid iooks so gwd und wmting so Wi'y a 
giass of orange juice or cup of tea or cofJee mEd knowingyou probabS won 't 
ever tarte them again It also m e m  you gi-ve up nonnal activities (inch as 
going out for dinner) t h  yoii had ahuays t a k n  for granted 

John, whose experience is described in the case studies in chapter three, is a 

head and neck cancer patient who recently found out that his tube feeds are probably a 

permanent situation. He had been under the impression that he would be able to eat 



again. The initial portion of John's i n t e ~ e w  was not tape-recorded (due to error) and 

therefore his response to the first question Tan you describe to me what it is like to 

Lve on tube feeds?' is not recorded in its entirety. Brief notes were taken foUowing 

the interview and during. John's response to this question was: 

John: " Y m  don 'f really w m  to know. '" 

Based on this statement and the rest of the interview it is clear to the interviewer that 

John finds tube feeding extremely difficult. 

Allan tube feeds himseifthree times a day, at breakfast, lunch and at nipper 

and has been doing so for approximately two years. Allan describes the difference 

from when he first started tube feeds to now and the t h e  period that was needed to 

make that adjustrnent. 

Affan: *'WelZ, when Ifirst had tu, I thought that it wmdd be the end of 
the world . . . . . Btrt. but now.. . . . . . zt reaih doesn 't borher me. If1 go vzsiting I 
bring it. I b h g ,  not the pole, bu! I b h g  the bags and a few boxes und people 
are sitting al a table m d  they 're euthg a steak and uh. it 's mostb my 
relatives thar I go to, they al1 have hooks close to, 20 the table where they ea ,  
where I c m  hook the. you know. And 1 prepare my stuff and uh. they eat and 
I eat and I c m  talk and they c m  't. (both laugh). " 

Interviewer: (Iaughs) "Ym never talk with your mouth full. '* 

Ailan: "But uh, ut Jrsz I f a i d  it, weil it was quzte dzfferent thing. but 
now it gels on ohy. Ym know. " 

8 t Interviewer: "So ut. at the beegining . . . . 

A liun: "At the beginning I, I iih fd it a lMe tmgh, you ht m.... " 

Interviewer: "II was tmgher. '" 



Interviewer: "Okay. H m  long dzd it take before y m  were okay wtth zt ? " 

"Oh. I SM got, oh I would say maybe. ..... six month or so. * v Allm: 

Audrey has been tube feeding herself for seven years. She has made 

adjustments in her care as to the amount of tube feedings, the types of foods infused 

into her gastrostomy, and the method of infiision. Audrey syringe feeds herseif' at 

breakfast, lunch and supper. She has basically discontinued gravity drip feeds on her 

own initiative. Overall her inteiview is very positive. But when asked at the beginning 

of the interview 'Can you describe to me what it is iike to live on home tube feeds?' 

her response is one word: 

A tïdrey: " Terrible- " 

Social Isolation: 

Audrey further elaborates by explaining that she feels isolated to some extent 

when her famiy eats in the other room and she's alone. (Audrey has a tracheostomy 

and to make sure the researcher understood what she was saying, the in te~ewer  

repeated her comments for confirmation. These repetitive statements were eiiminated 

fiom the followuig quotes for the benefit of the reader.) 

Audey: "MmmMmm. When y m  see everybody using a knife and a fork 
you feei kind of lefl art.. ... . So, I don 't know if that unswers your question. " 

Interviewer: " Yeah. So it 's actuaIly* uhm, the fact that you c m  't sit down 
mid eut some solid food like a regulm ... . " 

Aucirey: "Mmmmniimmm. VI had rny choice. I would choose nof to 
have it. " 

Interviewer: "rfyou had the choice you w& ruther not have the .... " 



A udrey: " Thal 's right. 1 jwt have to have that.. .. . . . Yeah. Feel ltke y m  
got dinosaurs or contagrgrm~s diseuse or something. Y m  how. the way, y m  
know, don 't wanf tu be a bothered mtd ... " 

Interviewer " You feel like y m  have some kind of contagrgrous disease that 
people îry to stay away. '" 

Audey: " Yeoh. Makes y m  feel like .. . . almost like yarr 
abandoned . . . . . . Oh I guess you don 't know what I 'm talking abart. " 

Interviewer: " WelI, can yorr give me an example of feeling abandoned " 

Audey: *' Well I eat here, having whar I have anJ they 're in t h e .  I f  S 
like I 'm not here at all. " 

Audrey misses eating with her family and preparing meals. 

Interviewer: "'And y m  miss that kind of eating . . .. 

Interviewer: "with other people. '" 

A u&ey: " Yeah, and used to prepariog the dinner and sitting down with 
the rest. ... t h  's whar neariy M s  me atfirs. Now / 'm carrying on* I don '2 
care anymore.. . . . . So. I guess I. I don 't . . . . . it 's hmd . . . . t h ,  and I think anyone 
will tellyou that But, you get so, there 's nothing I con do about it, zuttil I die 
andIdon't have to wonyubout ir. " 

Not everyone clairned that it was actually difEicult but some individuals 

definitely stated that they either hated it or didn't like it or as in Audrey's case thought 

it was terrible. 

Bmb: "1 hale it. Uhm.. ....... why?.. .. Uhm.. . . . It 's a strange feeling clinging 
to a litfle tube. Uhrn... l don 't like il. I hate being tzed tu my pole. I feel 
restricted 

Paul: "Oh I don? like the smell, I don 't Iike the machine, I don 't like 
being hooked up to the machine for the length of tirne. 



Tom is no longer able to speak because of surgical head and neck resections. 

Written responses were obtained and questions were asked of the spouse during 

telephone follow up. Tom also comments on disliking tube feeds. His wife further 

supports how difficult it must be, fkom her perception, when she comments that it is a 

sad situation. 

Tom: (written) 
I don *t like il. I miss my f-e foodr - dinner etc. with my fmily. 

Interviewer.- "Does he feed while you 're eating? " 

Interviewer: " W h t  does he do while you 're eating? " 

Wfe: "'Nothing, except sitting downstairs watching TV or reading 
Sits down in rec room. nere 's no point in bringing mine downstuzrs or 
brïnging him upstairs. He can 't eat whaï I 'rn eating. K M  of a sad sitztation 
but t h  3 the w q  it hLls to be. " 

Accepting these life changes is dficult. Over tirne, some are able to adjust but 

these individuals still perceive Life with enterai nutrition not to be an easy road. 

Alive: The Positive Aspects of Tube Feeding: 

Despite the fact that many felt that this way of life is diffcult they did not 

forget the positive aspects that it keeps them alive, healthy and that it provides them 

with energy to do the tbgs they want to do. 

Lucy: (written response) But the plus side is htowingym wouldprobably not 
be dive t a h y  if there wasn 't some way to substitute for not being able to eut 



and cihrtk nomaMy and the tube feedr seem to be the best wuy to accomplish 
this. 

Barb: "I hate it. C/hm *..... .. . why? ... . Uhm. .. . . Ir's a mange feeling 
clingtng to a little tube. Uhm... l don *t like it. I hale being tied to my pole. I 
feel restricted Cnim, but I know that I'm hedthier t h  I 've probabb ever 
been in my entire Ife. flarghs) Uhm, I don *t knaw. .... .. mat 5 ail I c m  
.y. " 

M i k :  "So, it also makes me more tired and I have &ad h e m  bar?? 
problern with it afierwark. But on the irpside. 2 have energy, mmraged /O 

develop ir~to a n o W  man. " 

When an individual interfaces with We-suaaining technology, no matter what themes 

may be important to an individual, the bottom line is that it keeps them alive. This 

survival theme is a definite benefit to those on home enteral nutrition as discussed in 

chapter nine. 

Central Concept of Food in Life Narratives: 

Another theme that is mentioned fiequently in the opening question has to do 

with food as the focal point. Out of the twelve individuals interviewed, six individuals 

did not consume food at ail; four consumed mjnimai amounts of food with difficulty; 

and two were able to consume moderate amounts of food. Several references were 

made with regards to missing favourite foods, prefening eating, or never tasting food 

again by those respondents who did not consume food or consumed minimal amounts 

of food. 

Interviewer: "Cm you descde to me. in your own wordr* w h t  ii is tike 10 
[ive on home tube feeh? " 



Paul: "Umm. well I prefer eating.. . I ' I l  tell ymi that?. . .. .l prefer 
eating, It 's very annoying to haw to keep p[ugging into your machine evev 

9 .  once in a while. 

Lucy: (written resp0me)Living on tube feeh is dzficult in certain ways, sirch 
as never tarring the food that srnelis and looks su good and wurzting so badly 
a glas of ormge jriice or cup of tea or coffee and kiowingyou probably 
won 't ever taste them again. it also rneans you give up n o d  ucrzviries /mch 
as going out for dinner) thut you had ahays taken for granted 

Tom: (written response,U don 't Me it. I miss my favorite foodr - dinner erc. 
wirh myfamiryry 

Some individuals missed food but not the physicd act of eating due to 

swallowing difficulties. For example, Wendy mentions that she does not miss eating 

per se but later in the interview when discussing favourite foods she becomes very 

emotional. To cope with this gap in her life Wendy uses her humour to pretend. 

Wendy : "Uhm, well c m  't go mit for dinner. Uhm, jirsl somethzng that 
has to be done. Well it S a lot better thm2 eating. Uhrn.. . . " 

Interviewer: " You find the tube feedî better than eating? " 

Wendy : "Yeah, well I kncnv, rf I eat, well I have tried a few things btit I 
reaiiy have CO work at il. So it k, I guess it 's better. better r h  nothing ... 6trt 
iïh my husband 'Oh I have tofind sornething for supper. ' mat 's one thitlg I 
don 't have to do m>ymore. TV to put things together but 1 war asking my 
husbmd what do y m  tell me. I pretend a lot, there 's one mirse who cornes 
here she asks me what I rn  having for lunch and I usualiy soy. .. .. . . I pretend a 
lot. '* 

interviewer: "Yar pretend t h  you me going to have lunch. " 

We@: "Ye& like on TV that 3 a show called Beirig the Pretender, 
well they pretend what ~ ~ ~ ~ ~ p u t i o m  or whatever, well I pretend what I 'm going 
fo eat, like usuully i f 's  uhm Iike if 's teenburger and onion rings or uhm. 
corned beef sandwich with a dill pickle, W I i k e  that ... and anything eise and 
I 'Il my that 's enough" 

Interviewer: "Okqy.. . so the mrse will ask you what you 'd like for lunch 
today d y m  tell her teenburger with onion rings. '" 



Wendy : " Yeah. I 've had plenîy of those. " 

Interviewer: "And then she 'd hook up the Camaiion stufl " 

Wendy : " Yeah. tell me good appetite and all that. And just grve it to 
me. And afrrr [finish she '11 ask me 'How didyou enjoy t h  now. ' And l'Il 
tell her I was just thinking abmr those things. P 

Food and eating have many dEerent meanings including pleasure or oral 

satisfaction through taste; comection to individual's role or function as the one who 

prepares and organizes meals, and social aspects such as restaurant eating, holidays, 

special occasions f d y  and fiiends. Only three individuals routinely sat with their 

famify while the famiy was eating. 

Along with discussing food, it became evident to the in te~ewer  that these 

individuds sometimes used their own terrninology regarding the tube feeds that made 

communication and under standing the respondent s statement s difficult . Respondent s 

sometimes referred to their tube tèeds as food, m i k  or milkshakes and as detected 

Iater on in the interview, the act of infishg the tube feeds as drinking and eating. 

Paul: "Atzd uh it gets so that you don 't iïke the smefl of the food, you 
can me12 i f  anywhere. Ir I c m  smell it on myself; yotr know. i feel Iike I 
srnefi Iike the food My wife says she dwsn 't notice it, nobody efse notices it. 
but I c m  tell. " 

Interviewer: " You 're senses are more mare of the food m n d y o u ?  ' 
(thinkî he îs talking about ail food not tube feed ut this point). 

Paul: "I c m  meIl thai stuffa mile u w q .  " ( n h  herad in agreement) 



There is no separate theme pertaining to food itself in this report. The reason 

for that is that food seemed to play an integral part of many aspects of the 

respondent's lives. Consequently one will find 'food' embedded in a variety of other 

themes. 

Tube Feeds Intertwined with Ihess: 

Food is not the only concept that is entrenched throughout the narratives. The 

impacts of tube feeds on life are intertwined with the impacts of illness. The 

respondents find it difficult to separate tube feeds from their rnedicai condition and 

health. It seems to be a combination of everything. One individuai raises this theme in 

the opening question. 

Jim: ".. ... crhm because of, I guess, you. you ibww, you hm. I not 
sayfng it 's the mbe feeding but becmrse of uh what 's goirg on in my &O& I 
h e  to sleep, y m  knuw, in an upright position. And uh, you know it takes 
some adjusmten~. 1 guess part of that is the tube feeding to keep it down. 
When I was lying d w n  and I tube feeded it seems to want to corne up ail the 

I *  t im. .. ..... . "Yeah, the 300 while I 'm awuk it, it seems to be able to take most 
of the time. R e  odd time my stomach gets, the saliva.. . . , I 'm sort of backing 
it up a bit, I swallow saliva, well I think I swallav d i v a ,  I swaIlow something 
or I go through the motion of swalIowing but thui seems to rnake rny stomach 
upset because the diva is allfunny becmse of the radiotherapy. i f s  al1 
foamy. Uhm, the salivary gland have been disrupted a d  uh, uh it 's al1 
foamy saliva so when the air gets into your stomach it makes yozi sort of 
nauseous cind burp, uncomfortuble, so uh sometimes it d~flcult to tell what the 
acrual uh problem is, if it 's the tube feed. you hm, jusi not agreeing with me 
at thut present tinte or f i t  's uh something to do with the, the uh saliva and the 
fieamtent or jus1 uh the process thor going on in my bot&. * "  

Refer to chapter eight for fùrther discussion. 



Impact on Sieep: 

Another theme that will be revisited later (chapter seven), has to do with the 

impact of the tube feeding regimen on an individual's sleep. Ail night feeders 

commented that they had to get up in the middle of the Nght to go to the washroom. 

Whether this affected their sleep depended on the individual. Three individuals raised 

the issue of sleep dunng the opening question. 

In~erviewer: " Yorr meritio~zed that y m  feed ymrseif a loi while y m  're 
sleeping. Does it intemrpt your sleep at all? " 

Jim: "Forhrilately. 1 still sleep through the nighr. @'- .... "I 'm a pretty 
good sleeper. " 

Jim : "Uh, you know, there are times when I sit zip at night and can 't 
sleep becutïse you *re cincornfortable but cih for the most part I w o d d  SV no it 

' v d m  't intemrpt my sleep. I'm able to. IO lie back andgo fo sleep. 

Interviewer: "Ym don 't have to get iip to go to the washroorn or.. ? " 

Jim: "Yeah. you do have to get up io go to rhe washroom. Whar I 
fin4 (chuckle) I don *t k m  ifthzs is thrs or just getting oid or someihrig !O 

do with what 's going on in my body.. . . " 

Interviewer: flmgh) "Old!!!" 

Jim: " You jeel like, you know, when you suddenly feel Iike you haw 
to go tu the washroom, y m  have to go MW, it 's uh, y m  h m  no delay. Iike ifs 
I'm not sure .... " 

Out of the t h e  that mentioned sleep, only one commented that their sleep was 

negatively afFected b y tube feeds. Those individuals with gastrointestinai Unesses 

seemed to be most affectai d u ~ g  their sleep by the tube feeds than those with other 



illnesses. The following example is from an individual's narrative who has a 

gastrointestind disorder 

Farniiy: "We also have tu be c m e f l  rf he 's going out first thing in the 
momzng then ifhe 's on tube feeds he d m  't sleep as well and becarcse of his 
bain sirrgery, when he 's tired his brain doesn't work ar well, so rf he 's got a 
lot to do on a certain day, he 'II not have tube feed that nighr so thar he can 

9 .... 

Interviewer: "'Sleepktter.'" 

Fmib :  "Yeah. so he c m  sleep more. But we play t h  by ear. " 

Interviewer: "Mmdmrn .  So when you 're tube feeding at night and and it 
intemrprs ymr sleep t h  's because of the soilage or do you have to wake zrp 
and replenish your tube feeds ar well? " 

Mlke: 9. "No I have to go to the wmhroom. 

Fmily: "He h m  to pee. " 

9 .  lttterviauer: "Okay. yotî huve to get irp. go to the wwarhroorn ... . 

Mike: "Yeah. somefzmes an zcpset siornach too. lyi,g in one. j ~ f r o m  
being, from lyi,g dawm '* 

Interviewer: "Okay. 1s it cornfortable. uncornfortable while you 're 
feeding. '" 

Interviewer: " Y m  get heartbum. 9 t 

Mike: " Yeah, very bad hemtbum from it. " 

Interviewer: "Ohy, do you get any bluat5ng or, or cramps? " 

Mik:  " Yeah, I get gcxs from it too. 9 9 



One individual made comments with regards to a disturbed sleeping pattern but could 

not verbalize the cause. 

htentiewer: "Does that inîemipt your sleep, feedhg at riight ? " 

Interviewer: 'Ys thar uh. to go zo the wmhroom or ... ? " 

m.. "Yeah. go to the washroom or. or just whatever? " 

I~i te~iewec "Okay. 5'0 you mentioried thot yoti muy shut il oflin the 
m i d e  of the night. " 

*-- "'MmmMmm and 1. Ifinish it iip in the morning. * *  

Interviewer: "Okay but not in the. like which didyou say about ihree in the 
moming you might jtist s h t  if 08" 

m: " Ye& armnd three I might just s h t  it ofl Yeah. " 

. . 
Intentiewec "'And is that cause it 3 just buthering ymc or.. . . 

Larry: 
* *  

's just uh, I jus2 don 'f want to be in bed any longer. 

For individuals who tube feed themselves at night, sleep may or may not be 

disturbed. Those with gastrointestinal disorders tend to report greater disturbance in 

sleep. See chapter seven for fbther details. 

Summaw: 

What is it like to ljve on home tube feeds? Responses to this question by 

individuals living the experience cover a wide variety of issues. Various themes 

including the impact of technology; the infnngement on tirne; the restrictive nature of 



the therapy; the individual's perception on the difficulties of this life style on one hand 

and the positive aspect of providing Life, health and energy on the other hand; the 

impact of not eating; the affects on one's sleeping patterns and the inabiiity to 

distinguish between the negative effects of ilhess and tube feeds on sleep, are 

highlighted in the responses to the introductory question of the interview guide. Are 

these t hemes cornmon among others that were inte~ewed? Subsequent chapters will 

help answer this question. 



VI. Technology: The Pole 

Individuais living on home tube feeds are dependent on technology for 

s u ~ v a l .  This technology consists of various supplies including tubing sets, enterai 

feeding bags, formula, syringes, and gawe dressings. Equipment includes intravenous 

poles, infusion pumps or gravity drip valves. It is the equipment or more commonly, 

'the pole', that was mentioned by al1 participants to be a problem. Eleven 

respondents currently used the pole to infuse their enteral feeds. From those eleven 

respondents twenty-five citations are related to the pole. 

Mobilitv Wit hin Their Homes: 

Some individuals find that the pole is so cumbersome that they have a difficult 

time moving it around their own home. The wheel base is large, they bump into 

fumiture, they have a difficult time movhg it up and down stairs and rolling it on 

carpet is a challenge. One has to remember that the intravenous pole was originally 

designed for hospital use where Linoleum flooring is comrnon place and patients 

seldom cary the pole up or down flights of stairs. Some respondents find that the 

irnmobility of the pole restricts them to a specifïc area in their home. 

Interviewer: "O@ How was thut when y m  fed yourse[fdztring the day ? " 

Mike: "The day, uh, it interfered with everylhng cause I had to stay 
upsfairs, ako &agir>g the pole around, . . . " 

PT Interviewer: "&y, y m  had 20 stuy upstairs.. . 



Interviewer: "Up here ? " 

Mik:  "Yeph. then evenîuai/y we were able tu bring it d0~llstair.s~ su I 
was able to watch TV d m -  use the compter. * *  

Family: "So ifym did it h n g  the &y, you df& 't lik if us much 
because. yau reaiIy were attuched to something. d y o u  had to push your 
pole mound " 

Mik: " A n d  because I wus tire4 I was a l r e e  tired hoving to h g  
the pole around on a ccnpetedflwr di& 't help. " 

Fmiij: 

Mike: 

................. 

Interviewer: 

Mike: 

Interviewer: 

Fami&: 

"It was a p in .  " 

*' Yeah. " 

"So you coulcin 't go downstazrs cause you couidn 2.. . . . . 

"Draggin the pole d o m  " 

'. . . take the pole d m .  '* 

"And we have a Iow ceiling in one area, so the pole wmrid hit 
the ceiling, so anyway, we, we adjusted things md he leamed, t h  he could 
take the pole down, he look it apart .... And he 'd rehook und then when he w m  
in the lm area of the ceiling he wouldjust tip ami lif and weïI you e s t  
and so Mer a while it wasn 't so b& b r r r  it 's a miscmce to have to cimy all 
this stufl with you.. . . . * t 

The type of residence, in relation to the amount of aairs, impacts on the 

respondents mobility within their homes. Barb mentions how she is glad that she no 

longer lives in a bi-level because she would not be able to move the pole up and d o m  

the stairs. 

Barb : "And I f i d  that i f h  tied to it &ring the day thor it really 
restricts me I mean I 'm bumping into anyîhing with this pole. It 's hge, y m  
hm, it 's a big wheel bare on zt. " 



Interviewer: 

Barb: 

Interviewer: 

Bwb: 

Interviewer: 

Barb: 

"Yeah. '* 

"So it 'S. I 'm hmping into everything, I m 't get around. " 

"Is this. is your house uhm. one leve l. .. ? " 

*' Yes. '? 

"It 's a bungalow. '* 

" Yeah. Which we INed in a bi-level6efore. so I mean this is a 
godsend. this house, thar I was in this house when zt ail hcp>pened .... .. because 
I don 't how I 'd manage in a bi-level. Yar know, cause our be&ooms were all 
on the laver b e l  there.. . . .. 7ne living mea war up the slairs. Y m  know, I 
w d d  have been resfnsfncted fo the. to the bmement. to the lower Ievel the 
whole fime. " 

Interviewer: "Yeah. 11s it hard to whee l.. . .. ? " 

Barb: "Oh. I would have gone cray. I coulco> 't have dragged it up 
the stairs. 'I 

One respondent rnentioned that he preferred sitting while he was feedhg during 

waking hours because he was tired of pushing the intravenous pole around in the 

hospital and also because he was concerned that his dog would play with the hibhg. 

Interviewer: "So while you 're tube feeding yourrelj: you '(1 read magazines 
or books, ycni 'Il warch some television. Do ym ever move m n d  the 
house.. like uh bake or c w k  .. wMe you Fe even feedzng yourself3 " 

Pml: "No. no. You see with thai dog up there. he 'd like to grab my 
tube mdgo  for a nrn (chuckles) ... no I don 't do thai. '" 

Interviewer: (chuckles) *'Do y m  soy away from him whiie y m  're feeding 
yourse I f  " 

Paul: "No. no. no . . . he 's gut the idea like if I 'm sining here with the 
machine going to siay a w q . . .  but uh I was wolking mmnd the kitchen and 
concentrating on w b t  I 'm doing . not concenrrotng on what the tube is doing 
he would, he wmdd corne and-... " 

Inte~~~ewer: " P l q  with it. " 



Paul: "Play with it, yeah. .. . sa you know this wuy uh.. . 1 had enough 
waiking motmd the ho~pitui and hagging this pole.. . . . . m d  cause I had 4 
pumps on it at one rime. for a while there ... su I hud enough of thor ut the 
hospitai.. . su 1'22 just sit for ~ Q W .  " 

Aithough only three respondents out of the twelve mentioned that they were 

unable or unwilling to move around the house while their tube feeds were running, 

only one respondent actually moved around on a regular basis while he was feeding 

during the day. This individual fed himself for 1 8 hours every 24 hours.. 

Interviewer: ". . . .so what do you usualIy do while yar 're feedzng? " 

Jim : "Cl;hm. play wzth the kih or. or uh, lateiy we 've been cleaning 
the hmse. because ow hmse is surt of flood ion? qxr t  n u w f o r f l d  stuffso 
!haî, you know open through boxes an somng ihrough oidpnk und throwing 
rhings art. Just any, you knw,  y m  c m  do a lot of thzngs. Y m  c m  tore the 
pole around und thai and cmry it with you, so you con cany on ... do quite. 
inside yotr c m  curry on quite nomal acîivïties uhm, you k m  yesterdzy dzd 
a linle cooking md uh. did dishes or whateveryou cm-  You c m  c v  on 
pretty nomally &aggrgrng the po/e aiong mid k i n g  it stmtd beside yau. ' 

Mobility Outside the Home: 

Not only were some people restricted to a certain area in their homes while 

they were feeding, some respondents could not see thernselves takùig the equipment 

outside of their homes. Respondents who were on tube feeds for Iess than a year 

seemed to perceive feeding themselves away from home more of an impossibility that 

those who were on the tube feeds longer. 

@estion 9. HQW har home tube feedr @ieccredyour socid fije? flnclude 
times when yau Imve jedymrselfoutside ofihe home ifthis has hqppened) 

Lucy: (writien) ... .. OccusionaIiy some reIatives will corne over in the 
evening. even on the machine 1 am able to enjoy thzs, but I never c m  go out 



idess I was to change the tirne of starting the feeding until larer which would 
mean running the pump l m  in the morning Wîth h n g  the pole cnidpump 
it WOU/& 't be conwnient fo feed other lhrm at home. 

Jim : * ' ~ ,  yuu *re resnicted îfyuu feel lzke gozng outside y m  
obviously. would you go outside to do ihings. yoir 're sucnficing. y m  
know, feedtng tirne. so f '  night I went to my son 's soccer g m e  mtd uh. you 
knw1 that 's iwo hours of no feeding. sot you hm, on hour here c d  hour 
fhere mtdyou start runnzng short of h m s  of feeding. so you nrtting ïnto YOM 
feedng lime. 7here *s no wuy y m  c m  speed it up, it 's just, ii *s, there 's oniy 
somanyharrs inaday." 

Travel: 

Some individuals believed that they were unable to travel and that the pole was 

a contributing factor. 

Question 13. f iut  are the negarive aspects of feedzngyarrself' 

Lzcy (written) : There i m  ' f  any way I c m  gei ofj the tube feedzng su 
that is a downer thal I face al1 the tinte as iî b impossible io do some of the 
things you would othenvise do (example - rny husband would like ils to do 
some fruveIing.) 

Interviewer: "You mention for the negative that uhm. it 's impossible to do 
some of the things t h t  yuu 'd like, you 'd do oihenvise such as your husbmd 
likes to go ~aveling~ Is t h  becouse rhere 's j us  so much stuflto pick up and 

P l  

m... 

Interviewec "Do you ihink that Pfier you 've been on it for a while. may be 
y m  'Il get a Iittle more uwd to it or do you see any dzfference in the future? " 

Lucy : " With usïng a pole it im 't something 1 w d d  rxpect to 
c h g e .  '* 

Seven individuals did mention that one could hang their tube feed bag on a nail, hook 

or coat hanger in someone else's home or at their cottage but only five respondents 



actudly followed this practice. Those individuals that had used these aiternate 

methods had been on tube feeds for a mean length of time of  37 months (median = 25 

mont hs). 

Interviewer: 

A udrey : 

Interviewer: 

Fomily : 

Interviewer: 

A lidkey: 

Interviewer: 

A iidrey: 

"So how hm the rube feedî afjected ymir sociaI life then?" 

"lt h m  't bothered me none. " 

"Doesn 't bother you none. " 

"No. we take her to parties and we 've takeri that with m. " 

"OkqL " 

"1 have straightened a coar hanger and h g  it on a nad. '" 

"Straighten a cwt hanger. hang it on nui1 . . . . " 

"Pretty soon Ymir gwd wirh a hmnmer. 9 ' 

Some individuals had still never traveled Eu from home despite being on tube feed for 

several y-. Wendy has been on tube feeds for eighteen months. in that time period 

she has lefl the house once. She discusses what they need to do to get her out but in 

actuality this has never been done to date. 

Wendy: "I Iike fishing a lot. " 

Itzterviaver: " Y m  like fishng. ' " 

W e w :  "So we may have to do rhings o IiMe d%feret1t&, here at home 
we huve the pole, but the motor home isn 't tall enough to have the pole. the 
guys are goztig fo have to make up uh a hmk or sornething. '" 

Intervzewec "Oh, oRcry. So you ttavel in the motor home?" 

W e w  : "Yeah. " 



Wendy: 

Feedina at Work: 

When respondents tried to foresee how they could incorporate their feedings 

into their workplace, the pole was viewed has a hindrance. 

Interviewer: "So h m  w d d  suy tube feedr has @ectedyour working life? " 

Jim: " Well uh. it 's lintited as well . . . . . my working life is limited 
because of uh, you know, the sihiation but, it wolild limif my working Iife 
becmse I woirlrfn 't be able to drag, ym know, diag it aruund and c u n ~  on rny 
regulm dirties and uh, you know, I could sit in the o#ce und do something but 
uh, I woukah 't be able ro go on job sites mid sttîff; y m  know, carry a pole 
mound und thut, sol you knaw, if O person were to try urui do t h  it wuuldn 't 
work. But uh, you know, you could sit in un oflce and have a pole. there 
w& be no problem with thot I don 't think. It really, it really, I sort of 
rnentioned before, you know. my worhng life isn 't just lirnited by tubejeeding, 
it k the whole situation tmd the wcs, I feel and my health and everything. So, 
uhm. y m  kmw, it 's hard to decide if it would have any impact at di. " 

The pole is cumbersome and the tube feed regimen is restrictive. This impacts 

significantly on mobiiity. Kaufert and Locker (1990) identified that improvements in 

mobility impacted positively on the quality of Life of persons with post poliomyelitis 

dependent on ventilator support. . 

730th physicd and psychological health improved substantially and combined 
with a high degree of rnobility, transfonned the quality of everyday life." 
(Kaufert and Locker 1 990,874) 

A portable machine meant that the person was never forced to stay at home. Since 

these respirators were aîtached to electric wheelchairs or walkers one could achieve 

greater mobility (Alcock et al. 1984). Aicock and CO-workers (1 984) also noted that 



many of the patients preferred to use the equipment continuously. Continuous use of 

equipment that is mobile was viewed as easier to manage than scheduling treatment 

into your daily routine. When the home enteral nutrition respondents were asked 

about their quality of life one respondent made reference to the pole: 

Question 17. Did home tubejêeds change your qua@ of lije? 
Luny (wntten) Yes. 

Interviewer: "And y m  saidyes. In what way did if change if?" --- " WeU, I 've ahays got a pole next to my bed. uhm. / 've go1 to 
sleep, y m  know, on my back. y m  know, facing up to the. anJ uh. . . .... I don 't 
huw. " 

fntervtewer: "Has zt made it berter. hm it made it worse? " 

m.. "Oh it 's made it worse. But t h i  again if 's keeping me aiive. so 
i f  's berter " 

For some respondents, the pole symbolizes iiiness. It is a constant reminder 

that Life is not normal. There is a degree of codort with this new way of eating and a 

fear of trying to eat normaiiy again. 

Inferviewer: "Okay. what about the negative aspects? " 

Jim: ".. .. . . . .. it m&s you, zt remirtds y m  t h a  you 're sick. It 's 2rh. 
ir 's uh a comtant reminder ofwhat y m  're going through. I guess that 's the 
other thing. " 

Interviewer: "Becuuse you have thal presence with you.. . a lot. " 

Jim: " Yeah, most of the lime. Yeah. it 's a big part of my life. me 
and my pole. " 

Interviewer: " Y m  andyour pole. " (laughs) 



Jim : "My pole. .... So it 's yeah it 's a constant reminder of what 
y m  're going through- ... And it sort UA I guess gerting oflit sort of presenfs 
some fear thut 14h1 if inhodrcces son of some fear that uh. trying to do it or 
how ever you would do it or what 's it going to be like to try tu feed again- ... 
sort of t h  whole scenario. Y m  kmw, to. tojust reintrochrce solid fOOdS and 
stua... you know, sort of a fear in uhm, how thar 's going to feel.. when I get 
off it and get back to normal or when I 'rn Rying tu get back to normal. 1 'm 
not sure. so it inhoduces a bit of fear and zt reminds yotr thaf that 's gohg to .. be coming . . . . . 

Respondents perceive they are tied or nailed to this pole because of its continual 

presence. 

Barb: "lt 'sfnstruting, c a s e  I 've uhays been a very active person. 
So I find il resfraninng. P *  

Interviewer: "Restroined atl at the fact thal it t&s so long?" 

Barb: " Yeah ond thar I in tied tu this pole and everywhere I got IO go 
I got tu take this pole with me and thzs tube is hanging. you know. " 

Summary: 

The pole was fiequently mentioned as being restrictive or cumbersome. 

Individuals felt that it not only restricted them to their homes but to a specific area 

within their home. The type of dwelling the presence of stairs, pets, and carpet all 

influenced ones mobility. This mobility also impacted on travel. Travel was seen 

diflicult for some because of the pole. m e r s  used altemate hanging methods. The 

pole syrnbolized iliness and was a constant reminder of their situation. Some 

respondents commented that they were nailed or tied to the pole. This constant 

attachrnent infruiged on how they saw themselves in the future work force. 



A more portable system of tube feeds on a regular daily bais  warrants further 

investigation. One example rnay be the tube feed travel pack which consists of a 

knapsack that holds the enteral pump, bag and tube feed product. This method may 

provide an alternate choice for individuals to increase their mobility within their homes 

as well as outside of their homes. 



VU. Management of Tube Feed Regïmens 

Management of the tube feed regimen can pose rnany challenges to individuals 

living this expenence. According to the literature, psychological and social problems 

of persons living with parenteral nutrition included missing out on activities because of 

problems with scheduling treatments (Smith 1993). One cornrnon theme when 

describing what life is iike on home tube feeds is the fact that the tube feed regimen is 

time consuming. The arnount of time, in hours, that it takes an individual to feed 

themselves impacts on many aspects of their lives including their ability to continue 

favourite activities wch as hobbies, sports, and social activities. 

The tube feed regimen is also considered restrictive. The organization of this 

t h e  and one's ability to be flexible with this regimen seems to enable the individuai to 

better cope with this new lifestyle. 

Impact on Time: 

Nine out of the twelve respondents cornmented on the impact on time or the 

nwnber of hours that it actually took them to conduct their tube feed regimens. In 

these nine in te~ews ,  time was mentioned on twenty-seven separate occasions. 

Comments such as: 

Paul: ccnte machine is going aZl the tirne. ': "1 donit lzke bezng 
hooked up to the machine for the lengh of fime. 

.* 

Barb: "Being tied to il for so long. '" 



John: "'It just seems to me thar this tube feeding takes my whoie 
dey." 

9.  Jim: ". . . it Ir very slow. 

m: * * "lt takes mmy hmrs thai confict with my &iy routine. . . . . . 
'lfind the feedings very time connrming ami I ofien do not t& all I s h l d  " 

Mike: 9 9  "'Ir cuts into time 10 do everything. 

According to Strauss, '70 be hooked into the frequent use of machinery ..... can be 

profoundly disturbing, if only because one feels a slave to the machinery." (Strauss 

1984, 36). Larry7s comments help validate this point. 

W.. "..... And uh. it uh, it redly has, it p realk'y p h m  kept me sort of; 
like mi inmate, not just a patient, you know, uh ..... 

Sleep was considered a good use of thne in which one could infuse a large 

volume of tube feeds. Six respcndents fed themselves continuousiy (Le. a specific 

volume per hour for 'x7 number of hours during a twenty-four hour penod). The 

majority of these continuous feedings were done during theû sleep. 

Jirn : "It uh. y m  know, so sleeping is, yoir know, it IÎ goodyou c m  
get a lor of feeding done while you 're sleeping but you can 't sleep all the the .  
(30th laugh). n e  mst of the time you 're akaggi~zg the pole around 
.. . . . .. 7here 's no way you can speed it up, it 's jtist, it 's, there 's on& so many 
hours in a aby. '* 

Ifthey needed to continue feeding during the day, it was these hours that irnpacted on 

theîr iife. The number of hours spent feeding d u ~ g  walcing hours was believed to 

have a negative impact on one's advities. 

Barb: "1 remember some mwnings Sitting there till eleven, 11:30. 
anà my c m  woufdfimIlyfinsh m>d I hated being tied to it thal long. " 



Interviewer: "Do you think that tube feedr have chmged ymr qrrality of 
life? *" 

Paul: ". . . . . I j l  war on it pennmerttl'y yeah I wouldjind it a 
hir&unce. I woiildfnd it uh everttrraily it would become a problern I woirld 
think because being . ... I wozdd become more active then I ii have to end up 
wifh more cans and I'd hme to have it on for a [onger tirne, so... . it wmridt '1 

uh it w d d  become a bvrden, yorr know. " 

.. Interviewer: "Start to infnnge or2 the other things that y m  want to do. 

Pmii: "Yeah, the other things I 'd w m ~  to do uh, if1 wani to plcry 
basebuil or something, I cm1 *t 1 got to plzig in, yozr hiow or irh, you cmi7 play 
football, y m  c m  't get iackled anymore. y m  know, rugby 's out. (laughs), 

.' soccer.. . 

Conversely, if there were only a few hours to feed during the day, less impact on life 

was perceived.. It was easier to organize daily aaivities around hsser hours of tube 

PmI: "'ZZ isn 'r thar bud cutrse you c m  uhuuys juggle ter? or eleven 
hotcrs arotirtd the &yv you hiow.... because you c m  sleep for seven. six or 

9 .  seven, so huh. the other f o u  y m  can figure out what yuw goirig to do. 

Acceptance of the amount of the  is related to one's expectations. One person 

commented that they were pleased to learn that they would not have to feed 

themselves for twenty-four houn every day as per their hospital routine. 

Question 3. mat were your rhmights when theyfirst toldym thar y m  
woufd need to go home on tube feedr? 

Lucy (wriîten): It particutariy pleased me to l e m  I wouldn 't be attuched to 
the machine twentyfmr hours a day at home as I w m  in the hospitaf. They 
stmed in the ho~pital increosing the rme the food wauldflow thrm~gh the 
pump and this cul back on the time I was uttached so 2 was perfcttly readj tu 
cuny on ut home und felt quite all righi about it. 



Ittterviewer: "Yeah. And the mount of time on the tube feed made a big 
dzfference on h m  you felt as weil. .. ... Yeah. .. ... ?+%y is thal? " 

'7 cml& 't be free dunng the day as I can now. 
* *  

L u q :  

Interviewer: " To do thiitgs you want to do? " 

Interviewer: "Are you able to go out &ring the dqv. do you go out m>d 
7 "  

.a.. . 

Acceptance of the amount of time is aiso related to one's past experiences. One 

individual commented that they would have had less time if'they had to be hospitalized 

to receive their tube feeds like in the p s t .  

Interviewer: "MmmMmm. So over ail the years do you feel t h  uhm 
1' 

yoii 've been able to thm. do things that y m  like to do . .. . 

Mike: "Yeah. " 

* * 
interviewer: ". . . . t h ,  socially, with friends and it h m  't hm.. . . 

Mike: " Well it has ait in but I would have been a lot worse had I riot 
had the tube feedF. CCould have been in the hospital. " 

"it would have cut in more .... P. Family: 

Mik:  " Yeah, rhar S what I 'm saying. '" 

Fmily: " .. because he would have been hospitaiized " 

This was not the case for everyone. Each individual seemed to have a dinerent 

perception of the extent to which their time cornmitment to feeding regimens was an 



'hconvenience'. Larry made the above comment "It rabes many horcrs that conflict 

with my &i& routine. ", "Ifind the feedings very time connrming and I ofren do not 

take all Z shottld" despite the fact that he feeds mostly dunng his sleep and only feeds 

himself for approximately one half b u r  during the day. Larry wishes he could feed 

every other day to free up some time. 

"Oh. everythg I gwes but uh. you k m .  being dependent on 
the tube feeding is. is uh. makes me feel hefpfess. Uh ..... yolr know. I cmld 
t h .  yolc hm, I jusî like. you know. 1. I wish, I wish I coufd be every other day. 
You know9 then I cotifd, ym kriow. do what I wanr, but rrh. mis is all right I 
grdes. II. I 'm going to ~lart eating but uh, I c m  ?, I don 't feef like it. " 

Intermittent Tube Feed Administration: 

1s there a diEerence between bolus intermittent feeds and continuous feeds? 

SU( respondents fed themselves intermittentiy. Their bolus feeds were planned around 

meal times. Only one of these six respondents commented that they felt that the tube 

feeds took up their entire day. The other five included: one individual who already led 

an extrernely regimented Mestyle due to her illness; one individual who was elderly 

and was content with following a daily routine; one individual who provided no 

comments pertaining to tirne; and two individuals who adapted their regimen to fit 

around their activities. One of the latter individuals also had adapted methods to 

shorten the tirne to implement the tube feed regimen. This respondent made no 

comments with regards to the impact of tirne. 



im~act on Social Functioning: 

Seven respondents made reference that the tube feeding regimen impacted on 

their social lives. Respondents found that they went out less with friends, some 

favourite social activities were eliminated, the tube feed regimen and illness impacted 

on their ability to eat in restaurants and impacted on their families. The next three 

respondents share aspects of their social lives. 

Mik:  P. "Oh it 'S. it arts into tirne to do things. ..... . . . . .. "Like going airl 
with m y  friendr in the. in the evening, ifif huve to be on tube feed I c m  't go 
anywhere. " 

Jim : "Weil there 's social activities. we don 'f do anytthing really 
other thm uh maybe go visir the fmilies. y m  know, one of the siblings or 
something like rhat bu1 uh or the d i f i e n d ,  but uh. other than mody people 
corne here or, or zrhm. we have no social life reuliy ut al1 any longer. And I'm 
not suggesîing t h  that 's necesswiiy the tube feeding h i  it 's just a result of 
everything. " 

Larry: ''1 really think thal Ir uh, thal 's uh the on& lhing that uh. that rs 
&ad about this. 1s zh, I don 7, I don 't h m  my, I have no freedom to go. to go 
places and uh tu do things, su I jus& I don 't and I think thal 's bad. yolr hm, 
I c d d  zrh, Iike I cmld emasr& be going IO [workL you ibtow and meeting zrp 
with. y m  know, with the guys and the girls ........ and ..... Idon ?, you know. I 
spend much too much rime ut home. But uh. hopefully it 'II  change. " 

Some individuals missed participating in activities or hobbies that involved social 

contact. John used to play the organ in a musical band but due to his iilness and tube 

feeding regimen he is no longer able to play.. 

Interviewer: -mm .. ... How has the tube feedî u#ectedymr social 
Ive? " 

John: "if 's not very good ............ We were never the type of people 
who went to &ces and ail thal sort of thing. Because I used to get art crh 
quite a bit phying, y m  knuw, I go to these homes for on hmr or two phying 
for the patrons. l enjoyed it. Except other than that so. 1 doubt l 'll get back 
tu if. " 



Social Meanuip; of Food: 

Food has many social meanings to individuals. One example is restaurant 

eating. Four of the respondents mentioned that they rnissed eating in restaurants. 

Elirnination of these social activities can lead to social isolation. 

Lucy fwritten).. Living on tabe feeds zs dïfltrlt in cerîain ways, . ... II 
a h  meam ym give up normal activities (sich as guïng out for dinner) th& 
y m  had uhvays takm for grw~ted 

Tom fwritten) : I used to enjoy goittg to the shopping centre. h n g  
coffee and meeting oldfrrendr. Now because I am not able to speak 
coherently I have witWcnvnfrom these activities. 

Adapting - to Restaurant Eating: 

One respondent contuiued to go out with fiiends to restaurants but ordered 

minimal amounts of food. Barb explains some tricks of the trade for restaurant eating 

and what it's Iike to see the food people are eating. 

Bmb: .& . . . . . .. Ilhm. ami 1 have a fair amount offiends. so therr 
dzflerentfnends will stop by &ring the &y and rake me out for a ride or we '(! 
go out IO a tea room or a craft place to whuîever. uhm. probably about îwice 
a week I 'd q.. . . . . Weil mqybe even more often sometintes. ' " 

Interviewer: "'So yuu mentimed t h  you 'dgo out to Iik a ten roum or a 
crafr room ... Su doyougo d h e  tea or .... ? "  

Barb: "I  try. I ahvqVs take my sait with me, to Iawer the acid cause 
tea iF very high. ... And Ifind the acid ucidic things narrseaie me iremendms~ 
so I ... I usually don? get very fm then a couple sips of tea But I ustiuiiy piif 

sali Nt if and it tartes hem-blet absolureij horrible. (00th laugh) It just tastes 
awfur or open 1 '11 JW have wuter, glaxs of water. P 

Interviewer: "Oh. okuy. And your f i e n d  wiil have something. '" 

" Yeah. She 'Il have tea or sumething to eut or whaiever. " Barb: 
..... 
Interviewer: "But you strstrII get to go d enjoy the social-.. . * *  



Barb: "Mmmnirmm. I 'd ruther be then not.. . . . .l 'd ruther be with 
them, and so they are eating. I rather be with them than not. I 'm not. and l 
find a lot of rny friends are very apologetic for euting in front of me and l 
thznk thai* and I ahvqys tell them thut 's szlly. 1 mean ym got to eu1 to Inte. I 
c m  't eat. So.. . .. . uh food jurnps mît at me. I rnean. it stares holes thrmigh me. 
Cause I love food But uh, and I had pied ta~ring food when I Le been with 
them. I've tuken bites of their f w d  to taste it. " 

Interviewer: "Okay. * "  

Bmb: "And sornetimes, sometimes I uh, sometimes very instmitly 
depending on what it is I have iremendous indigestion and this pain. Iike food 
1s s~opped here and it hurts. Someiimes not. sometimes a littfe later it ' I l  
bother me. Sometimes not. " 

Impact on Evening Activities: 

Sorne respondents found that the tube feed regimen had a greater impact on 

their social lives d u ~ g  the evenings especially if this is wnen they began their tube 

feed regimen. 

interviewer: "Do y m  fltzd that Ihere are things rhur yolr are missing mi 
P t  or.. .. 

Barb: Tes. cause Ifind, y m  know, uh we never s w  art lute 
anywhere. I mean we ahuys have fo be home m m d  8.8:30 c a s e  I have ru 
have my bath before, it 's something I have ru do before I get hmkd up and 
everyrhit~g.. . . . So it 'S. yeah.. . . uhm Rninbow Stage is our of the question. 

(notes on Barb 's interview) 
Fmily - visits bzit for shorter times. Her sister in Morden h d  a fmiiy 
reunion. Tney came ear& but left emly and missed mostly everyune becmse 
had to get back to tube feed 

Impact on Family: 

Ln the above quotes, famiy has already been mentioned by three respondents. 

Four respondents in total discuss family when i d e n m g  activities that they miss. 



Wendy spoke at length with regards to missing her family fishing trips. Her immobility 

due to her illness and tube feeding equiprnent as mentioned in chapter six impacts on 

these fishing trips. The feeding schedule and equipment make it difficult to 

accommodate unscheduled famil y activities. 

interviewer: Wuw hm the home tube feedr qfjected your fm i l y  Ive? '" 

Wendy: " C m  't be the m e .  ". . . . . . "Wh. everything was unorganized 
for.. . . it reail'y c h g e d  things. Uh. guess ail the feeds chmged thor. I 've 
gained weight, a little plzimper, but other t h  the.. . . . my activities been.. . Oh 
I haven 't triedfishing yet, pretty hard ... ZOO cold to go fishing right nav but 
. . . . . shoulah 't make uny, any trouble. " 

Interviewer: "So  you haven 't tried fshing.. . is that what you sazd .. 
fishing? " 

Wendy : "Right. " 

bztetviewer: "Drd you guys used to go fishing a fair bit? " 

Wendy: "Oh yeah. yeah. '* ..... . "I like fishing a lot. " ...... "So we may 
have to do things a little dlffeerently, here ut home we have the pole. but the 
motor home isn 't tafi enough to have the pole. the guys are going to have to 
make up uh a hook or something. 9 7  

..........- 
Interviewer: "Do ~ O U  get out uh in the motor home .... at ail?" 

Wendy: "Clh, weli not laslyem. or pardon me, there was once we went 
mrt. they caught catfish l m  fall but we zrsuuIly go for jack or waZleye. 
pickere i or b a s  whatever. One time, - S .  a sturgeon. 1 don 't remember 
coming across any before. So we ' I l  tzy again. He keeps on sqing we '(I ~TY 
again. I 'd l i k  to catch a big muskie, we 've cm~ght a m i l  one but.. . " 

Interviewer: "So you have gone fishing once. " 
...*..a 

Wendyr "Yeah uh things just hove not worked out. 'I 

During the interview the narrative revealed that Wendy rarely gets out of the house. 

Interviewer: "Okqy. Do y m  go out uh. out of the house?" 



Wendy: "Uh. no. " 

Interviewer: "No. " 

Wendjr ''1 'd Iike tu brrr.. . . . . things jzrst k e n  't worked out thut wuy. " 

Tube Feed Regimen Restricts Travel : 

Not everyone was confhed to their homes Like Wendy. Three respondents, 

including Wendy, mentioned that they did not go out and/or did not travel despite the 

fact that they would like to. The tube feed schedule restricted the flexibility in theu day 

for travel. 

It~terviewer: " n e  way you schedue your tube feedr &ring the &y, ifym 
hudmore energy do yoti feel t h  it wmdd be. uhm, a burden thor it takes an 
hour and holf to .... around the feed? " 

John: "Oh, weil yeah. It S restricting y w  muvernent becmse I c m  'r 
jirmp in the cm d g o  to my son S place or go up to the M e .  See we have a 
cottage up there at Hecla Island I 'djrrst love to go up there but I c m  't go. " 

As mentioned in the previous chapter, Lucy considers traveling impossible. The 

intravenous pole poses as a bamier for her when envisioning how she could feed 

herself away f?om home. Later in the interview, Lucy started to wonder ifshe would 

be able to travel with the tube f d s .  

Lucy: "1 wonder if they '22 a l h  a pole OF? the plme. " 

Adaptina Technology Regimens for Travel: 

Some respondents were able to travel. Five out of the twelve respondents 

mentioned that they did travel or saw themselves traveling in the future. Only three 

had actudy traveled. Each respondent adapted theû technology regimen to ailow 



traveling. Mike did not even take his tube feeds on the trip and continued to consume 

small arnounts of food ordy. 

Inteiviewer: "Have you ever, uh, over the yems taken il out. like gune to 
somebody 's house or fed yoursey s n t h e e  else other than the house ? 

Mike : "No. " 

. . Fmziy: "Like if we wmldgo on a trip .... 

Interviewer: "MmMmm. " 

FamiIy: ''...and we wmild be away for two weeks and he was at t h  
tzrne on quite a lol, like every night. .. .. .. I would try mdfeed hirn for quite a 
few weeks a little bit during the dPy. like, before. like from 4:00 on and bring 
his weight up tu a higher levei, so when we lefl for WU weeks ond he w d d  be 
losing weight he would haw an extra five pain& tu lose. cause within wo 
weeks he c d d  [ose 15 to 20 pounds ..... So i fwe  built up enough extra. so cven 
ijhe lm he wot~ldn 't get below a certain level and t h t  S how we did it. '* 

Interviewer: 

Mike: 

Interviewer: 

Family: 

Mike: 

? . "Okay. so y m  just bumped hirn up a bit in his weight. ... 

"'Right. " 

". .. fm a littie b@er there, went on a trip. '" 

? * ''And carne back emaciated bzit . . . . 

'Staried again. '" 

As stated in chapter five, Larry actuaily took his tube feeds with hirn to Florida but 

found it very difficult to follow his tube feed regimen. Consequently he lost ten 

pounds in one week. Both Larry and Milk lost weight traveling. 

Audrey has traveled several times via airplane or bus with her tube feeds. She 

finds that she is able to maintain her tube feed regimen during her travels and is able to 



maintain her weight. Audrey has adopted the mnge method of administering tube 

feeds. Audrey considers this method of feeding more tirne efficient, less messy and 

gives her the flexibility to go out more and to travel. Audrey spoke extensively about 

her traveling expenences (see chapter four). She always keeps a suitcase packed and 

ready for travel in case her relatives cal1 and then she could leave at any minute. 

Audrey also feeds herselfon the plane while she is traveling. 

Interviewer: "Oh. O&. Do yyou ever feedyourseif in public ... like do y m  
take it wzthyou m d  and then .... ? "  

A trdrey : "On the aircroft I hcive. " 

Interviewer: "On the aircrclfl you have. " 

Audey: "But that S not really prblic. " 

The previous narratives were based on actual experience. Two respondents who had 

never traveled before, did not anticipate any problems as they reflected on future 

plans. 

Interviewer: "In the survey you mention that 'As of now I h e n  't hud to 
feed rnyself uway from home. ' . . . do you plan on traveling in the future? " 

George: *' WeII I mighl be going to the lake. " 

Interviewer: "Do yotl have your own cottuge or is it somebody else S? " 

George: " We got our own cottage in Gimli, well just by Girn li - 
Amest. " 

Interviewer: " When y m  go me yoic going to t u k  all ymr tube feeding stug 
. . . . ore you going to t u h  the pole ? " 

George: ' T I !  leave the pole ai home. I'llfind something else tu h g  it 
* t on. 

Intemimer: "Do y m  anticiipaie any problems? " 



George: "No, ir 's just like being ai home. " 

Impact on other Activities: 

Other activities that the tube feed regimen had an impact on included hobbies. 

John mentions several times during his i n t e ~ e w  how tube feeds and his illness have 

negatively impacted on the numerous hobbies he used to enjoy prior t o  this new 

lifesty le. 

Interviewer: "'So hrnv didyour thmghts c h g e  now t h  your acfttally 
living with the tube feedF? " 

John: "Oh, well Im restruined I 'm a guy that, y m  know points the 
hmses, cmd@xes it zip, does carpentry work. and gel around, have a house 
rented mit. I  as pretty active since I retire4 su this is pretty .... yeah Z 
played in ban&, . .. . matter of fact I played at Old Folks homes, to the old 
people I called them, the oldpeople. (bah Zmgh) Y m  know West Park 
Manor or T d o  ViZZa. places l i k  thar. mere was two or three of us. we go 
m t  and we did a lot of thar. Enterraineci Every llhurdzy, we were the act 
for the Legron* the h e y  and nmy and so on. I had to eut all thar out. " 

George, on the other hand is able to continue with his favourite s p o m  such as g o t  

curling and bowling. The only negative thuig he has to say regarding the tube feed 

regimen is that he his unable t o  do  heavy yard work. Later in the narrative he realized 

that this is due more to his health and energy levels. Contact spons was only 

mentioned by one respondent. 

Paul: "Yeah, Ihe other things I 'd wmt to do uh, if1 want to plcry 
baseball or something. I c m  't I got to pltrg in, you know or uh, yoic c m  't play 
football, you c m  't get tackled -ore, y m  know, d y  's art. flaughs), 

*?  soccer.. . 



Water activities such as swimming and hot tubbing could no longer be done due to the 

gastrostomy. 

Pal :  " ..... And uh, I gtiess uh ..... this har kept me mit of my hot tub. 
Hot tubs ami saunas are out. Y m  kniow. so I 'm gfad I 'm getting rid of this. " 

Social Isolation: 

Home enterd nutrition impacts on one's ability to schedule favourite activities. 

A time consuming regimen can increasingly lead to social isolation (Strauss 1984). 

Larry describes how his tube feeding regimen has isolated him frorn his family. 

m.- " Y m  btow it 's so time constiming. (Ih.. . . . . . . jmt zih. y m  bi>ow. 
it wraps ym up into one person. you jus& y m  're not pmt of mybody 

'?  e Ise.. . . . Y m  're just here und the feeding corning in. 

Larry feels separated from his d e  while they are sleeping and isolated from his family 

while they are eating. Isolation from their family is also illustrated by this respondent. 

Audey: "Feef (ike you got dinosatm or contagious diseuse or 
something.. . . . Makes you feel fike . . . . . aimost like ymr abatzdoned . . . . Oh I 
guesî you don 't hm whar I 'm talking about. " 

Interviewer: "Weil, c m  you give me mi exampfe of feeling abandord " 

A zrdrey: Wefl I eat here, having whar I have und they 're in there. It 's 
lzke I'm noi here ai au. '" 

Restrictive Nature of the Tube Feed Renimen: 

When individuals start to miss certain activities in their lives, whether it be 

social fùnctions, fnends, farnily, travel, sports or hobbies and when time restraints 

become an issue, individuals start to get a sense that their lives are restricted. The 



foilowing narratives illustrate respondents perceptions that the tube feeds were 

restrictive and restraining: 

Jirn: " - J J ~ I I I ,  you 're restricted ifym feel l i k  going mtside y m  
~Oviotisiy, wmridyou go mtside to do things. uhm you 're sacrrficing. you 

9 .  know. feeding the.. . . 

John: "Oh. well I 'm restrained. ...... . . I had to cut ail fhat out. '* 

John: ". . . . . it resfricts ymr muvernent immense&. . . . . . It 's restrictive 
and restrained . . . .activity. " 

A Ilan: ' M y  quaIity, my gtiality of lijie. Like I say, O@, . . . . . . . . the fact I 
had to have these ut meal tirnes, kinds of resîricts me. uh restricts my activiiy 
some, in a wqy. you hm, but uh I don 't go, I don 't go otrt tu strangers too 
mzich. I go fo my relatives. my childen and my relatives, I go to their humes 
and they all Rnow my case d s o  I 'm satisfied thal they wotik'd, they would 
sympa~hzze wih me rafher than 'Oh look, look gtrys, look ut him : you know. " 

Barb : "'12 'sfnstruting, cause I've ahuays been a very active person. 
So I find if resiraining. " 

The restrictive nature of the tube feeds is dso be related to the pole as mentioned in 

the previous chapter on technology. 

Barb: ': ... I hate being tied tu rny pole. I feel restrcted " 

The restrictive nature of the tube feeds is also related to whether the respondent 

adjusts their tube feeds scheduie around their life or schedules their Life around their 

tube feeds. 



Flexible versus RiGd Tube Feed Rejzimens: 

One theme that emerged from the i n t e ~ e w s  was that it appears that 

respondents who adjusted their tube feeds around their activities commented less on 

the restrictive nature of the tube feeds. Seven of the respondents adjusted their care 

somewhat to fit their lifestyles. Only two of them mentioned that the tube feeds were 

restrictive in some way. 

On the other hand, those respondents that were more rigid with their regimen 

found the tube feeds more restrictive. Five respondents followed a rigid care plan for 

their tube feeds. Four of these respondents mentioned that they found the tube feeding 

regimen restrictive. The W h  respondent led an extremely restrictive lifestyle due to 

her illness and never mentioned the restrictive nature as a separate point. It was more 

entrenched in her total way of living. 

Here is an example of two individuals who discuss how tube feeds impact on 

their evening. Paul is flexible with his tube feed regimen: 

Interviewer: "Whai 1yyo11 need to go out in the evening? " 

Paril: "Weli, thrn i/l krmv I 'rn going out ['Il feed in the afrrnoon. 
lunch tirne or somethïng till about 4 o 'cIock or 5 O 'cl&. Go out for the 
evening andplug in when I get home. Ii isn 't thut bad cause y m  c m  ahuays 
juggle ten or eleven hmrs mound the a@, you know.. . . because you c m  sleep 
for seven, six or seven. so huh, the other four ytm c m  figure out whal your 
going to do. J Y 



whereas Barb foiiows a more rigid schedule: 
Interviewer.- 'Do  you find t h t  there ore things that you are missing art on 
or. ... ' 9 

Barb : "fis.  c a s e  Ifind. y m  hm. uh we never stay out late 
anywhere. I mean we ahuays have to be home armnd 8. 8:30 cause I have to 
haw my bath before. i f  's something 1 have to do before I get hwked up and 
e verything. " 

Interviewer: "Hcne you ever tube fed at dzflerent tintes in the W. like rf 
you know ymf want to go somewhere and got in some feeding ut a different 
time? " 

Interviewer: *'Okay. " 

Bmb: "Simply because. i think becmse I dislike it su much, i makz it. 
it 's pan of my night routine and thor 5 just how it is. " 

Interviewer: *'O@ " 

Bmb: ''1 guess I 'm kind of rigrgrdd " 

A less ngid treatrnent schedule decreases the restrictive nature of the tube feed 

regimen. One family member gives this advice to people managing home tube feeding 

Fm@: "Yeah and we isrsd sort offigured art h m  fo work it. Cn>. and I 
guesr. ifpeople me uhm, given the information and told thal they don? have 
to be so rigid about I guess they warld probablyjhd quite simple. Iike 
once you get into the routine of doing stu8 It 's Iike mtything else, y m  jzrst do 
it. It, it tends tu be a nuisance when you think 6ack on 11, but when y m  're 
doing it. it 's j z ~  kke, y m  j z ~ ~ t  do it. " 



Adiusting - Treatment to Fit LifestvIe: 

Adjusting care may include rearrmging the timing of the feeds, altering the 

method of feeding and changing the number of tins of nutritional supplernents that are 

fed in a twenty-four hour period. 

Timing of Feeding Schedule: 

Some respondents feed themselves at different times during the day depending 

on what activities they have scheduled. George illustrates how he arranges his feedings 

around his active lifestyle. 

George: . . . . . if I 'm doing anyihing like working outside or piaying any 
sport I 'lljudge accordingly when to eat. 
..-a... 

George: Tube feeding h m  't Gected my social Ive at ail. Before I 
&ml- I have something to est (pureed) then afrr when I gei home have nibe 
feeding. 1 do the smne when I goif or nfri as of now I haver2 't hnd to feed 
(tube) myself awqy from home. 

If something cornes up Larry will just shut off the tube feed and continue it later. This 

same technique has been previously mentioned by Jim. 

I~zteniewec "So how h m  the home hfbt? feeding Mectedyocrr social life? 

Larry: "Oh uh in the sume way, Ifigire, it. it does11 't affect my social 
Iife because I 'II do mything I w m r  ro do and stop Ming. - . . . . " 

Interviewer: "Okay. '" 

Larr),: ". . ... but then I 'II luse weight.. ... " 

Tom mentions that one also has to schedule their feedings around appointments. 



Tom {wtitten) : Sometimes feeding times have to be remmtged for 
Doctor 's apponments etc. My wfe has to mange her schemtle also but al1 
in all we are managing quite well. 

Aiterina Method of Tube Feed Administration: 

Altering the rnethod of tube feed administration is another technique of 

increasing flexibility. For exarnple, Audrey prefers using a syringe to feed herself due 

to the fact the it's faster. cleaner and easier to operate than the gravity drip method 

(se case snidy in chapter four). Lamy aiso changes his method of infusion fiom a 

battery operated pump to his own manual system of pumping. 

Interviewer: " O h .  A d y m  do it mam~aily?" 

L q :  " 'MmmMmm.. . . . . C a s e  it 's faster. " 

Altering Volume of Tube Feed Received: 

Changuig the amount of tube feed one receives in a twenty-four period is 

another form of altering treatment. Mike's narrative iuusaates his individuai nutrition 

strategy for treatment. Depending on his circurnstances the volume of tube feed was 

adjusted accordingly. Mike adjusted his tube feed volumes dependmg on the amount 

of food he was able to consume, his weight and whether or not he needed more sleep. 

Mlrbe: "But then uh. s, weight, we noticed my weight going down so 
we 've started doing it every other night or every, every ttight to boost yoti 
buck up. Then it goes down tu every other night. Then intennittentiy ar 

1. 

needed once 1, uh my nufrition T back to wherr it shmdd be. 

Fmiiy: "And so from then on we just did our own thing. And I jmt 
guess ut shfland what works we did und what diah 't work we di& 't do. And 
we really use it more as a, sort of an cd so that we diah 't have tu &ve 
wih] cray  about eating. So it war u love& thing to have. so ifhe dih't eut 



he w d  just gel more tube feed And at the begrnning he just a h q s  had to 
have M e  feeds and when he was r e m  bad he would just increase the 

9 .  amount. 

Famify: "And ii took almost three months to get hirn into a reaf g d  
weight. And thet1 we art back to every night. he wmld get about 1200 
calories plus eating. .. ... And then we nrt back to like to every other night. And 
that 's whuî we 've sort of kept zrp, irniess he now gets mich better. like ifhe. if 
he 's eating much better then, he may not get tube fed for a few weeh. m e n  
he tells me his watch is floating m n d  on his han4 we sturt tube feeding. So 
we don 't weigh him and obsessed about stutf I I k  t h t .  " 

A conscience effort was made by his f d y  to not have the tube feeds or his weight a 

focal point in their lives. 

Fomiiy: "Cause we use litde, becuuse you can, you c m  get quire 
obsessed and then that 's a waste. And so. when his watch stmts to flwr we 
may btrmp up what we 're, we 're doing. if we 're doing nothing, we do a little 
&il more, i f  we 're doing a lot we do a lirrle bit more. And that 's how we 've 
been duittg if. " 

Family.. "And but it 's olso we 've never sort of been uh monitored al1 
that much whet~ i f  cornes to tubefeed We 've sort of done our own thing. And 
we just use cornmon sense versirs rules and ... And so hzs tube feeding has 
gone really well because we have done it by gosh and by golly. And quite 
fiankiy a lot of medical personnel do everything by gosh and by golfy also. " 

Three other respondents also fed themselves a dierent volume of tube feeds than that 

which was recommended by the Manitoba Home Nutrition Program. ln all cases it 

was a reduced amount. 

A rd-ey: "I 'm supposed to have five c m *  but t.bt 's a heck of a lor.. . ' P 

FmiIy: * ' S e  S supposed to have fiw cms of BW but she 'II toke fow. 
Yeah, yeah. she 'II take fair but then she t&s her soup .... " 



One respondent was leety about telling the nutrition team that she had reduced the 

amount of tube feeds because there was a disagreement in goal weight and she did not 

want to get labeled with anorexia nervosa again. 

hterviewer: " ï&at 's why y m  haverz *I mentiuned ffbm~t the three cans yet 
9 cause you.. . 

Barb: "No. no and 1 thought maybe I couid by then it would be fall 
and I could get myself bac& up to four cam, but I really don 't wunr to put 
myself back up on four c m  becmse I really don *t wmtt tu gain a whale lot 
more.. . . .And l f ind  h e e  cons maintains me or cases me to gain Izke one 
pound every couple of weeks kind of sort O$.. You know, that 's whar it seems to 
be dozng- But that *S. I feel f i e  weight wise the way i am. .. . . .But I hope they 
don 't scream at me. (Iaughs) Like [the dietitian] won Y, but.... (the dietitian/ 
also thinkr rhat I sho1uId gei up to [x j  poumk mid 2 don 't agree with her. I 
told her no I don 't wmt tu be thut heavy again. So.. .. .But I *m also someiimes 
gfraiid to mention it because then they. I don *t want to be Iabeled as anorexic 
cmcse t h  Ir whar I put icp with for m o n t h  before I was diagnosed " 

The respondent's ability to be flexible with their tube feed regimen was not 

related to the intermittent or continuous scheduling of the tube feeds. In the adjusted 

care group three were fed with bolus feeds and four were fed continuously. In the 

rigid care group three were fed with bolus feeds and two were fed continuously. 

Therefore there are dserences between ventilator dependent patients and those on 

home enterai nutrition. AIcock et al. (1984) documenteci that patients dependent on 

ventilator support preferred continuous treatment. The diierence is the mobility of 

the two technologies. 



Im~act on Sleer, 

One common belief is that if one M s  themselves during their sleep, the tube 

feeding will disturb their sleep to the point that it would be considered a hindrance. Is 

this perception shared by those who live the expenence? Respondents who fed 

themselves during waking hours did not make any cornrnents regarding sleep. Al1 six 

respondents who £èd themselves during sleeping hours did comment regarding the 

impact on their sleep since they were directly asked by the inte~ewer.  Four of these 

individuals stated that the tube feeds did interrupt their sIeep but it really didn't bother 

them. Two respondents made severai comments that the tube feeding impacted 

significantly on their sleep. 

Pmi: 

Ittterviewer: 

Paul: 

Interviewer: 

Pm4 l: 

"Go to sleep and the machine does the reg. " 

"Does is 6eep when ii 's over and wuke you up? " 

*'Yeoh and 1 jus2 hfm it off " 

"Do you feel that it uh intemlpts ymcr sleep at ail?" 

"'No. no zt 's not a big deal. J w  tum it oflmui t h  's it. " 

One respondent stated that the tube feeds did not atfect his sleep but contradictory to 

his statement, he commonly woke up around 3:00 in the momîng and could not fall 

back to sleep again. The reason for this disturbed sleeping pattern was undetennined. 

Interviewer: "II. whar do you mean by crhm, thzs iast pmt th4r it conf]ict.s 
with your &i& routine? Dws your feeding at, you are feeding ai night, do 
you f»d thal you haw to feed during the day too? " 



m.- " Yeah, I do sornetimes. because at nighl. I uh, I zih, I wake rrp 
and l uh, and at 3: 00 in the moming wake up and shul og the feedtng.. .And 
trh. and I go to sieep mtd I, and I feed during the abytime. '* 

Interviewer: "Okuy. So why do you shut them off in the midde of the 
evenzrtg, r~ight? " 

m.. " WeU because, because it, it 's l-ed al my bed. mdyou 
krtow. I don 't want uh, stay in bed ail. ail nighi. Y m  know I gel.. . . . ' * 

Factors That Contribute to Sleep Disturbance: 

Frquent Washroom Visits: 

So what is it about the tube feeds that can potentially disturb one's sleep? The 

majority commented with regards to that fact that they had to get up dunng the night 

to go to the washroom. Five of  the six respondents made references to t h .  

Interviovec ". ... Do y m  find thnl yozr need to get zcp in the micidle of the 
rrighr to go to the wmhroorn mtd . . . ? " 

Barb: "Lots. " 

Lucy fwritten): .....During the night I have to get z p  qiiite a few tirnes. I am 
being fed ail nighr. 

Interviewer: " Ym mentioned while you me sleeping and the ym 're feeding 
&ring the night that y m  have to gel rrp a few tirnes. is thut tu ... " 

Lucy: "Go IO the buthroom. " 

Positioninn: 

While one is tube feeding at night it is recommended to sleep on their back 

with their head elevated using pillows or a wedge. This change in positioning may 

interrupt one's sleep. 



Barb: " Well i j l  nîn the canq the mount of cans I'm supposed to it 
would take me about ten ha«s, but I hmen 't been mnningfilI, four c m  

9 .  because it 's summer and 1 'm not sleeping we II.. . . 

Interviewer: "Okq, so thut S eight, eight hours. Andyou ment, yotî 
mentioned thar it S. your, ymr not sleeping m we Il. " 

Barb: "No. No. Cause l sleep on a wedge. They, IlSn nrpposed to 
s k p  elevated ami Ifind I have to becairse i f1  don 't I 've terrible 
indigestion- ... Pain, so tîhm. 1 sleep on a wedge and l'nt nof used fo sleeping 
on my bac&. I 've ahvays slept on my stomach.. . . .. . before. So i dorz 't deep 
well. I 'rn very rîncomfortable and I w& a lot ..... 7iMt 's why I decreased them 
tu frhree. So the tirne is shorter so that a f l r  six I c m  sleep properly cause I 

P. rion't use the wedge, then sleep on pillows. 

Lany and Jim's narratives reveal that their sleeping positions limit their ability to  

cuddle with their spouses. 

m i  7he tube feedr offect my fmiiy badly. h r i n g  the night when I 
sleep with my wife the feedirngs have me in one position so I c m  ' r  hold my 
wife and this causes a sepatation between us. 

Jim : ". . . . . Ulm. you know, tlhnl irh sleeping. yorc 're sleeping si tting 
upright. you know, it 's pretty uncornfortable position so. you know, if 's not for 
your spolrses- . . . . it S not, y m  knowI you 're flot the most uh ym know yori 
reafly c m  't mgg le  up mtd then you go to sleep sitting rîp. " (both laugh) 

' 9  Interviewer: "Curl up beside each other. 

Jim: "No, well actually I hme a hospital bed now so it 's uh, so I 'm 
sleeping uprzght. sitting there sturing at the walk, yolr h1ow whatever and rîh 

? 9  it 's uh. .* 

Interviewer: "And y m  have that bed specrfcallly so ym can feed yotrrself at 
nighr ? " 

Jim : "Uhm, well I got it because I coiriah 't lie dmn, uhm rny head 
was ail congested and the VON had suggested doing this. C/hm, it certain4 
ai& tube feeding, it uh, the feeding lying d m  wam 'f working. I I. y m  hm, 
in a horizontal position it wasn 't working ut al1 so I war propping myself up 



with pillows and stu?ffso she suggrsed doing this. Tnm was sornething that 
pretty well goes hand in hand with îhe tube feeding as well. " 

Gastrointestinal Com~lications: 

In the total sample there were three respondents with gastrointestinal illnesses 

which contributed to the reasons why they needed home entera1 nutrition. These three 

respondents made the most comments regarding their sleep than any other 

respondents. Twelve out of the eighteen comments on sleep were mentioned by these 

respondents with gastrointestinal illnesses. 

Fami&: ". .. and so it *s earier, he hm quite an intempted sfeep md 
stuf when he 's on il. " 

Mike: "'MmmMmm. Yeah. And I'rn ulso not sleeping well because 
* *  

of my [illness J and treamient.. . . . . Su the bbe  feeds make if worse. 

Gastrointestinal complications during tube feeding may include diarrhea. 

Famify: "O kuy.... But uh. he h m  't been tube fed ulf month because the 
fast tinte he tube fed hzm, he warjust leding so bad(y, case  hzs colon 's so 
bad .. ... . and so I asked why. they diah 't have a c hie, tu fd me to ask the 
daor ,  ym know, no one hows these things, they make it up as they go 
along. So l  jus^, because he 's being eating und he h m  't really lost so mrch 
wezght, su /Le been SCNI of holding buck He Ir has so much trouble in his 
zrhm, l i k  perianaf area, so I jicst didn 't but we 're going IO have to sturt again 
so I thought we mighi tube feed instead of at night so when he soifs himself 
it 's not, it 's more contained and so.. . . " 

Mike: "And I gel as goai night sleep as 2 get. " 

Fmify: "'Right. so Ifigured I j  we tube feed him in the mumzng for fike 
three, fmlr h w s  und then when he gels home. when he s awake insread of 
when he 's asfeep he c m  change pacis m d  s ~ f f  as he would leak badly. '" 

Other gastrointestinal complications may include indigestion and regurgitation. 



Barb: "Yeah, but the wedge starts at my uh smaller back. if I don 't 
slide off of it. But I wake very quickly if1 slide off of it. cause I have 
tremendous, tremendotis indigestion p h ,  y m  know, it 'sjtc~r a heavy, h e q ,  
ug&'y feelzng i f1 slide off of it. " 

Those without gastrointestind iihesses aiso noticed some regurgitation that required 

getting accustomed to. 

Jim: *' You Rnow again though. t k t  was at the beginning of the 
treatment or beginning of the. you how. the s t m  of tube feedr so now it 
rnight be a Iittle bit dzfleretii, but even iying on the carch I have to prop 
myself up because it jtist feels uncornfortable. you feel like the tube feed. it 
doesn 't seem to stay d o m  It 's, you know, it r's ail liquzd 1 guess. Jusr seems 

*?  to want to corne rip. 

interviewer "It would be like eating iying down. " 

Jim: *' Yeah, yeah. .. " 

Interviewer: " l t  feels weird " 

> *  Jim : "it doesn 7, it S nor namral. It 's not the way it 's done. 

Methods Used to Remedy Dishirbed Sleeo: 

To combat this disturbed sleeping pattern one individual took sleeping pills. 

. . Interviewer: " Y m  rnight get a couple o f  nights of good sleep in. 

Barb: "MmmMmm. Ifi've taken a sleepingpill. But I'm rtinning 
out of them. .. . .And they don 't want to grve me anymore. And I don 't take 
them every night. 1 take them maybe once, twice a week. So that I c m  get a 
good sleep, once or twice a night, I mean once or twice a week. " 

Fatigue: 

When one's sleeping pattern is disturbed, the possible outcome, one can 

assume, is feeling tired during the day. Four out of the six respondents who 



commented on the impact of tube feeds on their sleep also commented that they felt 

tired during the day. 

Bmb: "'MmmMmm or just because I 'm uncornfortable. I 'm 
uncornfortable sleeping on my back. I just wake. " 

Interviewer: "So when y m  wake up in the rnoming are you tired? " 

Bmb: " Yes. MmmMrnm. " 

Interviewer: "Are yori tired chrring the &y? " 

Bar&: "Wh yes, yeuh, but I WOH 't lie down. " 

hterviewer: "No. " 

Barb: "Ccnrse 1 'rn afraid 1 won 't sleep at nighr. '* 

This sense of feeling tired seemed to be related to either an intemipted sleep and/or 

their ilhess and physical health. John is a day feeder and comments that he feels weak 

due to both his tube feeds and his medicd condition. 

John: " Well I 've been too weak 10 do anythirg. '" 
...*....-. 

Interviewer: "Has t zibe feeding changed the way you think ofyourself " 

John: " Wei!, I don 't know. I Zn a pretty cornpassior~ate person, it 
ham 't r e d y  bothered me t h  much I guess the muin thing is the movement, 
you cm 'i, you c m  'tfind the eeiiergv to do the tthngs y m  used to be able to 
do. " 
. . . . . . . . 
John: "Yeah. Oh, I cmdd get the energy if1 c m  get active. " 

Interviewer: "Do you think you 'll gel energy i f y m  get active? " 

J h :  "Yeuh. îjV c m  get active. it 's pite e q  " 



Interviewer: "So one of the reasons you feel you don 't have that much 
energy is because of the tube feeak? " 

John: " Yeah.. . . . and my condition. ' 

Interviewer: "W&y wouldyou fhink t h  you don 't have t h  much energy 
becme of the tube fer&?" 

John: "Well it S jtcsi the way Ifeef. I have no energy. " 

Interviewer: " Do you fee l Iike yoir . . . . . " 

John: "I  shoutd be out plmting the g d e n  nuw. cuttzng the gras, 
which I did quite wilIing& before. I ahuays have my garden in before M q  the 
21~1. Now itk,  Idon'tfeellike it. ican't ....." 

Despite the fact that Jirn does not think his sleep is r edy  intempted he does comment 

on being tired during the day. 

Jim : L 4 . . . . ... . but uh. physcatiy I 'm weak and tire4 and jmt sapped 
ont and I have a lof of appoinmtents t h  I seem to go to and it seems IO be 
there 's something aII the tirne hcrppening. .. . " 

Impact on N o r m d i ~ :  

According to Strauss, "the chief business of chronically il1 persons is not just to 

stay alive or keep their symptoms under control, but to live as nomally as possible 

despite the symptoms and the disease.. . . .when reginen, symptom, or knowledge of the 

disease turns out to be intrusive, then sick persons have to work very hard at creating 

some semblance of normal life for thernselves." (Strauss 1984,79) During the 

i n t e ~ e w s ,  seven respondents used the word 'normal'. 



When asked the question 'Has tube k d i n g  changed the way you think of 

yourself?' two respondents commented: 

We~idy: 4 4 .. 1 'rn not rzomai.. ......... .Ab, not really. No.. it 's that, can '1 

eat the hamburger andfres and onion rings (teurs, cryingl 
................................ (40 seconds). .. " 

.... A Ilaïri "I 'm not, I 'm nor normal. .And uh. as fm as. ar fm ar uh 
people corne ami vis& me and they corne and we talk and trh, rrh. a d ,  I iih 
think of myself the wqy I used to be, and uh, mzdpeople, people know that I 
dori 7, I dm 't think they, they c m  't, they c m  't resent the woy that I am 
because it 's no2 thezr, it 's not their probIem, y m  knm. Uh most of them 
would wmld said t h  I wotdd, you hm, oh too badym gotta eat like this 
and that. but uli, you know, everybocj, has sumething- " 

Related to Eating: 

Six of the seven respondents who used the word 'normal' in their responses 

mentioned eating when talking about normal behavior. 

Interviewer: "Do you eat food at ail? " 

Johrz: "No I cm1 't. zih. Cmzdace there, who Iem working wzih th with 
the speech paIh pathology, C&ce ut the uh St. Bonrface, but uh .... she 
spent a couple of hmrrs, the first &y up rhere, about two wceks ngo and r h ,  
they had some E m r e  uh puddings in the cm,  I had at lhat point tuming my 
head to the side, swaffowing hard, and had it down over here somewhere 
(poinls to neck) and t h  went down not too bad. Water and juice I can 't get 
d m  it goes d m  the wiridpipe. ...... So, but other t h  the taste, ifs too 
much workjust fur the taste. I wwould take a g h s  a week. But the taste, if 

... tastes. Tu taste food it makes you feel even worse becmse you c m  't eut ir in 
a normal manner. " 

Interviewer: "So why is that, why does it maGe you feel worse? " 

John: " Well becmse y m  c m  't eut il in a nomd mmner. .... l t  's a 
reai job to tilt ymr head over to the side and @y d g e t  it down. %t's hmd 
work. " 

Interviewer: "Hard work. " 



John: " Yeah. Y m  Rnow. it 's so d~#erentfrom the way yorc irsed to 
eut. I g u e s  you tmte the food but it takes a holfm hour to get it down. I 
c m  '1 see that i f  

Interviewer: "So since it 's hard work to swaliow. me you suying thut it sort 
of takes the enjoyment out of eating. " 

John: " Weli, crrtainj'y. Mukes yoir feel worse.. . . . . Y m  c m  't szt down 
and eut if. " 

Audrey's interview is very positive with regards to her overali outlook on tube feeding 

but when asked at the beginning of the interview 'Can you describe to me what it is 

like to live on home tube feeds?' she responds "Terrible" and makes reference to not 

being able to eat normally. 

A u&ey: " Terrible. .. . . . . .Mm&mm. m e n  yotr see everybody usiïrg a 
btrfe and a York you feel kind ojlefr out. " 

Interviewec "Yeah. So it 's actuully, uhm, the fact that ymr c m  't sit d m  
and eat some solid food lzke u regülar . . .. " 

Audey: *'Mmmdmmmm if1 f l  my chozce, I would chose not to 

have it. " 

One hdividuai actually expressed that they have wishes for a normal way of 

wnsuming food. 

Lucy (written) : I do nor connrme food as well as the tube feed 
Althmgh Ifind l c m  feel okay about not being able to eat regular food I still 
think about the war foodr had tasted I don 't have any cravings but have 
wishes for a no& wuy of comrning favorite fd and sampling d~flerent 
rypes of foodr us in other &YS. I don 'l do anything special in the wayof 
activities instead of eating, I just carry on wifh what has deconte my wqy of 
life the làstfou rnonths. 



One respondent commented that they have a desire to eat because it is symboiic of 

getting off the tube feeds and getting things back to normal. 

Interviewer: " .  . . . .Su, what is it like to never eat food? " 

Jim : "It 's uh. it 's getting dzfla& you knw, it 's cl 's more, it 's 
getting increasingiy d~ffictilt to watch people eat. Y m  k n w ,  thar 's thut S a 
desire to get oflit and and I think this is more an etnotional thing because y m  
don 't reully jeel, I don 't feel hungry. It sati$es yotir, it satisfies your 
hunger. yyou don 't feel h n g y ,  hungry the way you wmld nonnafly feel. 
Uhm, you rnay feel dehyakated I guess, y m  know your mouth dries 14p and 
stuff when your not on it for and I'm nor drinking either. but irh, so, so you 
don 't feel hungry, so it 's not the same but I think a lot of the food business is 
my desire to want to get off it and I look at it ami I crave, jusi wmting to eat it 
just because i f  's symbolic of getting off the hibe feedF and getting rhings back 
to nonnal. %t 's I think more closer to what 's happening ......... It 's just the 
desire to get off and the sight of food sym bolizes getting off i f  so y m  want to 
eat. smells good and uh, you how, I 'm scared now I don 't even knuw w k t  
I 'm going to taste once I 'nt finished this anyway. Y m  knm, euring, lm nof 
sure ijeating is going to be as pfeanrrable that I might imagine but uh, ii still 
symbolires sort of some sense of normaky but uh that 's whut I 'm sort of 
fooking for. " 

The tube feed regimen can become a cmtch for some and there is a fear that eating 

again will not be the same. 

Jim: "My pole. .. .. So it 's yeah it 's a constant reminder of what 
ymi 're going thrmgh .... And it sort of; I gtiess getting off i f  sort of presents 
some fear t h  uh, it introduces sorî of some fear that uh. trying to do it or 
how ever you wmld do it or what 's it going to be like to try to feed aguin .... 
sort of thai whole scenario. You hm, to. to just reintrodrice solid fou& md 
stus. .. you hm, sort of a fear in uhm, how that 's going to feel. . . when I get 
oflit and get back to normal or when I'm .ying to get bock to n o d .  I 'm 
not sure. so it introduces a bit of fear and it reminds you that that S going tu 
be coming and hopefully it will be.. ... " 

Interviewer: "So if it intrahices that Rind of fem of what *s irp md coming 
does that mean you 're kind of secirre with ... . * 9 

Jim: " Yeah, I hm, that 's what I 'm getting, I 'm getting scared O$. . . 
I sort of saw t h  one was coming. '-0th laugh) (interviewee stops tu cmgh 



up ph-) "Uh, yeah. thut 's been in the buck of my mimi and thol I 've 
become. become very sort of complotent with if und uh, thar uh, this whole not 
eating is u bit psychologiccl and 1 'm sure it is. I, you know, I *m not too p r d  
to &it rhar uh, y m  know, I don 't haw things going on in my head too und 
thal the feeding and the diinking, ccorrl tiy a little harder. even wmld be 
possible birt uh..... I in going to stick with whcrt uh, whar I feel strongest and 
thd's that uh. thut is hard to so when 1 do ny it, it hurts 100 much und it jirst 
doesn 't feel right, y m  need to conte to some . . . . . it 's not tinte to do it sa.. so 
uh. yeah it does. it cotrld become a bit of: sort of a cnrfch. " 

Acce~tance of Life Changes: 

Two respondents comrnented that they had to accept this new way of eating to 

get on with life. 

Lucy (written): My thoughts remain the m e .  m e r  not having been 
able to eat normal& for some t h e ,  I feel I have no choice su accept ir a my 
way of Zije.. . ...... ... filbejieedzing har made me reaiize your body c m  accept 
other thml the normal way of eating, and I am than@W for that. 

Interviewec "SO when you werejirst getting out of the hoqi~al d y m  had 
to tuke lhis strff wirh yotr. how did thal feel" 

Allan: . d .. .. . .. . . . . . .. .No. it di& 't feel very gwd. . .. . .But uh, ym get used 
to it ..... Ym know, and rtaw, nav it comes, it cornes, Iike uh nafural, y m  kmw. 
see like dinner time. supper tirne or whutever, you knaw, it isn 1 it isn % to me 
th41 's my wuy of dozng rhings, 10 you, you, your have unother way of doing 
things, so.. . . . . .As long, as long as there 's o hook somewhere. thar I cm, I cmt 
hook these things uh, so thut I c m  pur the, a couple of boxes in there and 
hook them in here. I 'm satified " 

Interviewer: "Okay. Su it 's like normal now. * *  

Allan: " Yeah. Yeah. '" 



When respondents comment on the desire for normality some include the 

impact on self image. 

Jim: "Su I'm sure I'll be on it tilt the end of treatrnent which it is 
obvimrs at thzs poinî, my end of treatrnent is Jurie 2. Uhm. and uh. hopeflly 
not much bey& thal. I 'd like to 0 andget bock to sort of a n o d  Ifi. 
Yorr kmw. these hoses tuken ofl me and evevthing.. . . . Brit it. su at leart I cmld 
lm& nonnal, I don 't feel nomal, mdjttrsi get beiter. I felt good before they 
started this. yyou know' befoe they told me I was sick I felt greut. " (both 
lmgh) 

Mike 's Fmnily: "And the famit'y also isn 'Z alwqys iooking over his back 
making sure fhat he 's eating becairse he 's going to get sick. So you just leave 
him alone and he 's just like a nonnal person. y m  hm. excepl for. he 's got a 

' t  hole in his stomach. so. 

Ody three respondents out of the tweive made reference to the negative impact the 

tube or the hole in their stomach had on their self image. Two of these respondents 

were male and one was fernale. Al1 three were on tube feeds for three months and 

were less than 50 years old. When asked 'Has tube feeding changed the way you think 

of your body or the way you think about yourself these infonnants responded: 

Barb: "Yes, 1 think my bo& Iooks gross with this tube hartgirg m t  of 
it. Not tfaat 1 ever stmtted in a bikini or anything or was m n w ~  materiaI or 
mrylhing but.. . . Yes, I think ii k7nd ojlooks gross, my stomach kind of 
protrudes, ii never did before. It does. '" 

Pml: " Ymr self image, 1 watifd say it 's been a slight chmge in your 
seYimage. Yar know when uh you Ze in the shawer and s h & f d  uh you got 
a tube hgrgrng art, bug hangrirg on, thzngs like that i f  's not uh you don 't feel 
as good asyou d a  Iike ym used to anymore. I guess it 's son of a handcap 
but uh when you go out d y o u  walking t h g h  the mail and things Iike that, 
I c m  see ifyozi had to tow the bag dong with y m  warld be dlifentnrfrom uh 
myself where I c m  jusî unplug and go and it 's not a probiern. So.. . " 



Interviewer: ''And it S hidden. " 

Paul: "If 's hidien. So it 's this sev imcrge thing, y m  see how do y m  
i d  wirh this tube hmging mrt and irh having to clean it irh. Other than that 
it 's not trh a big problem. " 

Irzte~~iewer: "Other than in public and your self image. has that a#ected 
like with ymrr fmily at d l ,  yow self image? " 

Paul: "Uhm. no. they 're icsed to it. 7Bey saw a lot more tzïbes in me 
at the hozpitul thun they do here su that *s not really a probiem. It h e m  7 
bother my wfle she 's a RN..... So, yorr how it uh. it bothers me more  han il 
bothers them. you know. Like I uh don 't nrn uround with my shirt @or 
anythiing. I ahuays have a shirt on, afwuys have my tube hrcked may. " 

Barb comment's that she does not want her husband to see her new body image. Her 

narrative further reveals that not al1 men are like her husband and she relays a story 

about a women with breast cancer whose husband reaction was very different (see 

case study in chapter four). 

Interviewer: 'Have yow thoughs chmged naw fhaf you 're actzrally living 
with if? " 

Barb: " Yeah it 's not as frightening... . .  remember when it was first 
put  FI I huted Iooking ut it. I huted touching the area. Now I cleatz it 
regularly. m. it 's not gross to me to look at. It never was gross Iookng at 
anybdy else 's but when it 's your own. (bo th Imrgh) Uhm. i'. Ifind 1 don 't 
like rny husband seeing it. Cmse I don 7, I don 't want, yozc ki~ow. 1, I think 
il's. it is gross, 10 me. that I don 't like him to see if. He doem ' f  care. He, 
he 's got a good attitude. He doesn 't care at ail thai it 's there. (tears). . . . 
Yeah. " 

One individuai when asked whether the tube feeds affected his self image, he 

commented that he tried not to think about it. 

Interviewer: ". . .. . . H m  about to your self image? " 



Jim: "Weil, I hy not to. I Iiy not to think, yeah I . I 'm sure some 
people have raised. it S shocked Q few people probubly when they see ail 
pumps mui auff like th4I. y m  bow, sure thor zîh, it mode them feei 
uncornfortable u little bit, but uhm. I'd h m  probably w d  have done the 
same for me too ysorneone eise was doing it but uh, y m  hm, y m  do what 
you have to do, but irh t h  's part of it. So I 'm not t m  proud to. to uh walk 
m0111td wzth the tube or hook it up or anything but dl have to do it. I have 

* to. 

Accevtance of Life Changes: 

Other respondents that fell within this age category of less than 50 years, had 

been tube feeding thernselves for eighteen to 132 months and cornrnented that the tube 

did not bother them because they had become accustomed to the tube. 

Interviewer: "Ha tube feeding changed the way y m  thznk of ymr bady? " 

WenQ: "No . . . not really.. . . .l just know wha~, irh, the tube is in and it 
* * 

cari be irsed. I can 't think, . . . . we Il it S another îhing to look Mer. 

Interviewer " Whar about the tube in your stomach ?. . . . . . Does th bother 
ym? " 

m: " Yeah. But not, not so much now. I 'm trsed to it. " 

Interviewer: "'Hm it changed the way you think of ymr body?" 

"No, it'sjîsî another part of me, Iike irh, it 's jus2 there. " Mike : 

Interviewer: "Hming that button there is.. . . " 

Mike: "Yeah, not a problem. ? * 



Inner Self versus Outer Self 

M n g  the interviews, two respondents made reference to the fact that 'that's 

not me' when discussing things that they do now compared to their past. 

Barb: "Uh. or, or. rare& the shopping centre, IPnd I c m  't wnlk the 
shopping centre vety weli euuse I *m. I'm really sure und rhal 's not me. I've 
never been a sickly person in my ivee. Never. " 

One of the respondents who has been tube feeding herself for several years and was 

disfigured due to surgery tries to expiain in length that there is a separation between 

her inner self and her outer self Her outer self is not her. 

Interviewer: "Ha tube feedjng c h g e d  the way yuu think of ymrseilfî " 

A udrey : "Oh yes, I'rn not me ...... .Nol the wqv I used to be. Uh. I 'm a 
dlfferent person all together. .. tium I was before all this. .. . . .. . . .. .. . . . . Yeah. I 
was thinking that but uh, it 's a dzfferent style of ive. Like, my old ii$e is 
nothing like this one, it 's not working out. nere 's a lot of d'flerent things 
that you have to get used tu. .. . . ..And there 's r~othii~gyou c m  do about 
it.. . .. . Y m  just throw your han& in the air and say well, youJ~st make the best 
of whal you have. D. 

Interviewer: 

A udrey: 

Interviewer: 

A d e y :  

hterviewer : 

Audrey: 

Interviewer: 

A d e y :  
*....S. 

Interviewer: 

" Yeah. Su is there a sense t h  there S u seporution from . . . . P *  

"Yep. '" 

*' ". . . . your 014 old y m  . . . . 

"Ooooooh. yeah. " 

". . . . d naw there 's this, a new, you 're a diflerent person.. . . 9 

" Yep. " 

P. ". . .7hings have happened 10 y m  and you 'rp dzflereent nuw. 

"MmmMkm. Yeah. " 

" Whar about your self: like ymr personolity, fike is it your 
b d j  that 's dfferent but your personality is still the m e .  * * 



A trdrey: "Oh. I'm still me ...... l hud to choose my way, r;fI don 't (ike 
something you 're going to know it. " 

# *  Interviewer: "So your personality is the surne . . . . 

A u&ey: "Oh. yeah. " 

Interviewer: "... . it 's your body that now is dzfferent. So in that way y m  
view ymrself as a dlgerent persor>. *. 

Auhey: 

Interviewer: 

A ucliey: 

Interviewer: 
the same. " 

Audey: 
1. jmf .... 

Interviewer: 

"rn huh. " 

"Yarr body is different. " 

" Yeah. " 

"'Bttt your personaky and zhe things you still enjoy to do are 

*'Oh. yeuh th& itasrt 'Z c h g e d  Other than rhe fixtures. It k 

"So is it when like when you look in the mirroryou just see 

A udrey : "Oh. yeuh ...... 7nat ?.Y not me ...... T h  wer me. " (points to wall 
with picture) 

This concept of inner self and outer seifis supported by Strauss's comments ''In a 

genuine sense, any chronically il1 person who phases drasticaily down, or up for that 

matter becomes a new person in the house. .... The same person is iikely to become a 

new person to himself, too, in the sense that his body is no longer what it was and so 

to some extent '1 am n o  longer what 1 was."' (Strauss 1984, 72) 



Summw: 

Managing tube feed regirnens impacts on many aspects of an individuals life. 

The time commitment required to implement this technology infnnges on social and 

family activities, travel hobbies and sports. The restrictive nature of this treatment 

l a d s  to social isolation for some. One's ability to cope with this new lifestyle is 

dependent on one's ability to be flexible with time and creative in modifjmg the 

technology. Those who possess these attributes notice less impact on their lives. 

Impact on sieep is minimal for most. Reasons for waking during feeding 

include: the need to go to the washroom and being unaccustomed to a new sleeping 

position. Individuals with gastrointestinal probiems had the most difficulty with 

sleeping and feeding at the same time. 

Impact on normality is a common issue with chronically il1 persons- ï h e  

behavior most identified with nomal was eating for this group. Respondents 

cornmenteci on missing the normai act of consuming foods and that this needed to be 

accepted in order to cany on with their new Me. Self image was another component 

of normality for this group. Some felt that they no longer looked normal with a tube 

hanging from their aomach. These cornments were limited to respondents under the 

age of 50 who had o d y  been receiving tube feeds for a short time period. Those 

individuals who were older or who had been on tube feeds for longer periods had 

accepted theu tubes.. 



As stated by Strauss, "Social relationships are dismpted or falter and 

disintegrate under the impact of lessened energy, impairment of mobility or speech, 

hearing impairment, bodily disfigurement, time spent on regimens and symptom 

control and efforts made to keep secret so much about the disease and its 

management. It is no wonder that chronic sufferers themselves begin to pull or feel 

out of activity and communication." (Strauss 1984, 75). 



VIII. Tube Feeds intertwined With Illness 

When answering questions during the interviews, respondents had a difficult 

time separating descriptions of life with home enteral nutrition from their expenence of 

illness and health. The tube feeds were intertwined with their illness in terrns of its 

impact on life. In some narratives the tube feeds and the ilhess were one in the same. 

Other nanatives reveded a combination of everything irnpacting on their lives. Only 

one respondent was able to distinguish between the two and identified that some 

impacts were due to his cancer and not the tube feeds. Eleven out of the twelve 

respondents made comments illustrating this meshing of both the tube feeds and their 

illness. 

Tom had head and neck cancer which was removed with radical dissection. He 

no longer is able to communicate verbally and h d s  this has impacted significantly on 

his social We. During the telephone i n t e ~ e w  with his wife, for clarification on written 

responses, she comments as to the fact that he does not socialize 'due to his mouth 

which is part of the tube feeds.' 

interviewer: "For the question, DDid home tube feeds change ymr quaiity of 
ive? he m e r e d  'Yes. very definite& '... in whut wqy has il gScecled his 
quaIity of -fe ? Hus it improved ii or decreared it . . . . 1 knaw ir has mcted it 
but in w h  way? " 

Wve: "Zt haî wzrh&awn him from staying home. He hems about 
people he 's worked with. He will not go out und ialk to people. He 's jz~st 
withcauwn hzmsecf: " 



Wve: "Due to his mmth which is part of the tube feedr. He wmtld 
not vis& and have to have a tube feed there. ?' 

Lamy has gastrointestinal problems that affect his weight but when asked how 

the tube f d m g  has changed the way he thinks about his body he responds: 

-1 "Oh yes. of corirse. It 's made my body veiy zrh, very slim. Y m  
know. when I Iwk arcnind* yorr kmw, look muundfor the muscles. p u  k n w ?  I 
remember whar used to be there and whut is there now uh, I'rn stiN uh, 
surprisingiy I 'm SM strong. Uhm, although my, you hzow. I 'm on& 130 and 
nothing shows zip. I wwoitld. I wmild like to get iip to 180 pmnds again now 
and mqybe I wiii, I don 't know. Uh, . . . . . . . . it 's uh, I just gotten to the point of 
(if, that I j~ take rhings as they corne. *?  

Larry contributes his weight loss to the tube feeds not to the fact that he has had 

multiple surgenes and an extensive gastrointestinal illness. Being dependent on the 

tube feeds also makes Lany feel useless. 

e t i o  4 .  Hm tube feeding changed the way you think of ymirself, 
k ? y :  Yes I feel useless. 

Interviewer: "1s t h  uhm, the tube feeding t h  makes you feel that way or 
Is il everything? " 

m i  "Oh, everything I guess but zrh, you knm? being dependent on 
the t h e  feeding is. is uh, makes me feel helpless. Uh ... .. you know. I cottld 
uh, you hm, I jmt like, you knav, 1, I wish. I wish I couid be every other day. 
Y m  hm. then I cotrld, y011 know, do what I want. bttt zrh. This is ail right I 
guess. 1, I 'm going to sturt eating but uh. I c m  't9 I don 't feel like il. ?' 

Wendy has a debilitating disease that one would assume Iimits her mobility and 

activities irnmensely. She never mentions that her illness may contribute to her 

limitations. Ail her responses are as if both are included. Her illness and tube feeds 

intermeshed so strongiy they are one in the same. 

Interviewer "Hm the tube feeds m c t e d  your social lue? " 



Wendjc "1 i n  very limited. " 

Interviewer: " Very Iimited . . . . you 're very Iimired . . . is thnt what you are 
suying? " 

Wenrjt: " Uh . .. no sucial Ife. n e  problem is I 'm limited becmise .. .. 
the on& thing thal 's iimited is .... uh .. .. I c m  't go to people S .. . well I guess I 
cmld go to people 's dinners. ... hove my own things. &but btinging the pole and 
the bag tu ... I would choke on t h  " 

When Audrey was asked the question 'Was tube feeding changed the way you 

think of yourself?", she responds by explaining that: 

Audey: "Oh yes, I 'rn not me ..... Nor the way I used to be. Uh, J 'm a 
dflerent person all together. .. than I was before all this. " 

Interviewer: "in what way are you dzflerent ? " 

Au&ey: " Well tzobo4y eise sees it. but I do. Uh, .. . . . . even my actions, 
mostiy I think. 72e wuy I du things now. " 

Interviewer: 

Audey: 

Interviewer: 

A u&ey: 

Jnterviewer: 
hole CO talk) 

Aucliey: 

Interviewer: 

Audiey: 

" Y w  actions are d@erent ? " 

' 7  "MmmMinm. . . . . . . . . . . . . . . . . . . . . 

"Cm you gwe me m exampIe. .. . of what y m  're thinking? " 

" Well what I was doing righ naw. " 

"Holding on to thut. " (refers to covering the tracheos~omy 

"Su holding it so I c m  talk tu you. " 

"O@ the mechmics of how you have to talk. ... * ?  

"Yeah. I have IO close it. put my tongue over, like so, so I c m  



The question pertained to tube feeds but the response was that she finds herself to be a 

'different person'. Whether this is due to her tube feeds or her ilhess is not 

differentiated but the example provided was not a tube feed situation. 

Social Functionin~ 

Seven of the respondents contnbute the impact on their lives due to a 

combination of everything. This combination includes illness, treatments, the tube 

feeds and their current life situation. One area of their lives that are impacted by this 

combination include their social life. Most respondents find that their social lives are 

limited to visiting oniy close family. lirn's narratives discusses the fact that he cari not 

go on fishing trips with his fiends because he lacks the energy and the health. 

Jim: " Well there 's soczai actnrities1 we don Y do anything really 
0 t h  rhan zih m q b e  go visit the fmniies, y m  hm, one of the siblings or 
something izke t h  but uh or the oddfiend, but uh. other t h  mostly people 
corne here or, or uhm. we have no social lije realiy ut all any longer. And l *tn 
not suggesting that that 's necesmdy the tube feeding but it 's jus a r e d t  of 
everything. '' 

Interviewer: "How you 're fee ling mid health. .. " 

Jim: "How I 'm feeling and healthl yeah, yeah. Uhm.. . . trhm . . . . 
Iittle bit .... uhm yeah quite izmited ..... There 'S. you hm* there 'S. .. Yeah, ir 3, 
it S a combination of heaith and the tube feedings cause I know there 's a 
fishing trip coming up and my &en& trying to t d k  me into going out and he 
says lets hmgyotcr tube, you hmv up in a free or something. Y m  know, it 3 
not just the tube, it 's you know* if it were as easy as t h ,  y m  know, I may be 
able fo go bui 1 don 't think 1 con, y m  know, sit in a boat or you know. go in a 
piune or something. 1 'm just not strong enutigh or feeling g d  enough to do 
that. Yolr knm, sining out in the scrn isn 't good for me right now so. so uhm. 
you kiow, it 's not just the tube feeding aspect. It 's a combi12~fl~on of the 
treamtent and the tube feeding for me mywqy. " 



Another social fùnction involves traveling as discussed in chapter seven. Lucy 

cornments that she does not see herself traveling in the future as a result of her tube 

feeds and her tracheostomy 

.... Interviewer: ".. .So the reasot~ you don 't m e !  is due to this tube feedr 
I. and the ...... 

Lucy: (points to tracheostomy) 

Interviewer: "tracheostomy and your health, yolir energy level. does that 
play O role? " 

Lucy: "Everything. The whole picture. ... .Nol being able io swaliow 
P t  saliva is emburrassing ifpeople don 't know my problern. 

Working; Life: 

Another area of their lives that are impacted by this combination include their 

work life or activities. 

Interviewer: "How has the tube feeds offected yarr activiîy? " 
............... 
John: " Well it 's nrt it right out. " 

Inierviewer: "Cut it righr ad. Yeah. we 've, we 've talked about it before. 1 

John: "Yeah. Between the medical condition and the tube feeak, it 
just stopped everything. 

John explains that the impact on his life is not just due to the tube feeds, his weakened 

condition plays a role as well. 



Interviewer: "Yoir. ytm meritionedjust a Iittle eadier t h ,  tube fredr were a 
real &den. y m  c m  't realiy do anything* they fake up a lot of tinte..... is 
t k t .  **. * *  

John: " Well, mindyotc. it S irh it 's medical tao, it 's uh my condition 
is so weakened by this happening. AAfer Th2wshy.s. uh, it S rnaintained my 
progres, but I ' 1 u weakened i t i o  I c m  't do anything. f c m  't pick 
up my hand. I c m  't build a hume or anything. * P 

Interviewer: " Yeah, so w a r l d  you sqy iz 's more your condition rhun the rube 
feedr ? " 

John: "I wwld say so. ... Yeah. I don 7. I don 't blme the tzibe feedî 
for everything. " 

His energy level plays a role as well. 

John: ". . . .l guess the main t h g  is the movement, you can 't. ymi 
c m  't fid the energy to do the things y m  used to be able to do. " 
a...-...*.....*..-.-...... 

Inten>iewec "So one of the reasom youjeelyaic don 't have thor m ~ c h  
energy is becairse of the nrbe feedî? " 

John: 9 .  

" Yeuh.. . . . and my condition. 

Inlentiewer : 

Barb: 

Interviewer: 

Barb: 

Barb also comrnented that the tube feeds affecteci her working life. When 

probed firther she did mention that it was a combination of everything. 

"Hm hm the tzibe feeds afJected yotir working life? '" 

"It stopped it. " 

"Was thai &e z o y w  tube feedî or ..... ? "  

"No. Everything. '" 

so mentions hou 

everything . 

Interviewer: 

4 he had to stop working but it was due to a combination of 

'30 did ym stop working so you cmld tube feed yourse I f  " 



Jim: "Uh we Il. it wmld just wmdd be.. . dlflctult to try and keep.. . 
f ist  ofail I w a m  't feeling up tu it. physically I wm unabfe to work and uh. 
trhm it jzisî wmclh 'î, I don 't ibîow. il would be pretty difficult to 6e toting this 
armind flooks at pole) and Qing to tih manage working and tube feeding at 
the same time. * 

Interviewer: "Okay. " 

Family : "He hudfUIl intentions at the beginning that he would fuke it 
to work and feed. btrt he jirst h m  'Z  been feeling well. " 

Jim : "I  just haven 't been ... it 's a combination of both. it 's not jusf 
the titbefed. its that I cmlrai 't pu& himetfand uh do il. but Irh. physlcal[y 
I 'm weak and tire4 and just sapped out und 1 have a lot of appointments thor 
I seern to go to and ir  seems tu be there S something all the time imppening 
und uhm, realistically my mind wm~ldn't be, y m  hm, on the job il would be 
very d~flcirlt to try to accomplish much. " 

Paul was the ody respondent that separated the impact from the tube feeds and çtated 

that it was due to his cancer. 

Interviewer: "Okay.. . . You mentioned a bit about yorrr work. me question 
here is How hm home tube feeh  c#ectedyour working life? " 

Pml: " Well the tube feeds k e n  't really. Becanse uh it 's rnostly 
because uh the cancer t h  h s  qected my work lije more t h  the tube feedr. 
Oka-, so because of rny disability mmd everything else I c m  really on& go 
mound und check mmd see what 's going on and advise a Iinle bit and stu# Su 
I just more and Iess &op in.. . . so thol. thal h4s Mecteci it more. The tube 
feeds wcn~lh't have affected it because by the tzmes 2 wmdd be of/the 
machine I w d d  be there. So if1 had to have this for a longer period and I 
was bock at work the tube feed wmI&'t reolly Mecl me persona/&. " 

Quality of life is another area of their lives that the combination of everything 

impacts. Here are some examples when respondents were asked to describe their 

quality of life. 



Lircy: Z wuuld think just fair is probably best description of how I feei 
abart my quaiity of Ive right now. I really c m  't b l m e  the tube feeding for 
this, it is my heallh in general thut is not what I would like to be. 

Jim mentions that his quality of life is low right now due to the fact that they are doing 

very little socially or with regards to family actinties. The weather and the flood 

situation in Winnipeg may have caused some of this as weii. 

Interviewer: " Very lm? " 

Jim: " Yeuh, yeah we 're not.. . . we Ze mrviving but we te.. . . I 
shmicih 't say wrviving . . . . . tha-t 'S. thut 's not very fair. We 're, ytm k n w *  if  
seems to be like more &y to aby existence, we 're not planning, you hm, 
zrhm whar we are going 10 do this weekend or w h  we me going to do with ihe 
hk, we 're ~ r r s r  not living, you hm, living life to the fullest. We 're not doing 
things thol we shouid be, I'm jeeiing that uh ... once Z have a big h g - u p .  you 
hm, I 'm feeling that I 'm missing mt on the kids doing stu-and they realize 
it is onfy a shorî period of time und uh, ami uh. you hm, their at a young 
age that they 're not r e m  like[y to remember, T- probubly won 't remernber 
any of this, but uh ... t h . .  .. . it mukes me fee f fike I 'm robbhg them of some 
o p p o ~ i i e s  to do things. 1 don 't know, I don 't h7bv rf we would do 
anythng mywuy, you k m ,  with the way the weahers been and everything. 
t h e  's not a lot of people doing things art there. (both lmgh) 

Interviewer: *'Sitting in their home, going thrmgh their stug getîing re* 
for the j l od  .. 9 .  

Jim: "Thar 's right y m  c m  't uh. you know, you c m  't tell, y m  know, 
you c m  'i do things ezther wuy. But again, it 's noi just the tube feed thal S the 
owrall thing. Yar know, everyth~ng 's seems to q p t y  20 the overall picture 
but I think t h  's m e  for probably ïmyone who 's on the tube feeds. they have 
an overail picture su. " 

When trying to understand what life is iike on home enterai nutrition, it is 

important to realize that the tube feeds is only a small part of one's entire situation. 



Tube feeds have becorne a part of that individual as much as their iilness has and that 

the two m o t  be separated. 



IX. Positive Aspects of Tube Feeding 

The negative aspects of  tube feeding are mentioned several times throughout 

the report, in other themes, whereas the positive aspects are not as strongiy conveyed. 

'What are the positive aspects of tube feeding yourself?" Common responses 

included: the tube feeds kept them dive, the tube feeds were considered nutntious, 

provided them with strength and energy and the tube feed regimen was simple and 

easy to do. Eleven out of the twelve respondents are represented in the following 

comment S. 

Alive: 

Six respondents cornmented that the tube feeds kept them alive. 

Lucy: Btit the pltu side IS knowing you w&probab/y not br alive 
to<ks. if there wam 't some w q  IO substitute for not being able to eut and 
drink normal& and the tube feeds seem to be the best wqy to accomplish this. 

Interviewer: *' What about the tube in ymr stornach?. . .. .. Does thar bother 
you? " 

m: "Yeah. But net, not so mzrch now. I'm used to it. Uh. ..... it 's 
irh, it 's sore urmind here. ..... . .. Y m  know, it 's uh, ... .. I c m  't say anything. y m  
know it 's good ro huve. y m  know or I'Il be de& you hm. So I when I think 
that, I think good thhgs about it. " 

Adequate Nutrition: 

S i x  respondents comrnented that the tube feeds gave them adequate nutrition when 

asked 'what are the positive aspects of tube feeding?'. 



Bmb: "1 've riever been uhm, liever before in my (ife have i had such 
rnitritimis food in me.. . .. 'm mean, I imagine this is more heulthy thm myîhing 
else in the entire world. @oth lat~gh) 

Jim : " Well from my pin1 of view. i feel like I 'm getting the proper 
mirition for my body to do what iiee th... . that 'S. lhnr 's why. what sold me on 
if. So it makes me overcome looking ut things sticking m ~ t  of my s t o d  and 
yori know. that 's . . .. i knaw that it 's the best thing fur me. " 

Interviewer: "O@ " 

Jim: "And that 's, that 's what sold me. " 

Inteniewer: "So why would ge~tirlg the proper mitrition be importunt ? " 

Jim: "Becmise it 's important for the body to heal, it *s needs the 
nutrition to heal, it neeh, it needs mitrienfi Well ut leasi I believe it does, or 
I 've been told it does. (hoth laugh) I wml& 't wuni to ... ... But uh. it makes a 
lot of sense, and uh, you hm. rnakes sense that if you 're not eating properly 
helping ymr body heal itselfit will be weaker and nm d'ti und it won 't be at 
it 's peak. You know. you need to be ar strong ar I cm, sa. .. il t&s off 
whatever it needs. " 

Source of Energv or Strength: 

Six respondents cornmented that the tube feeds provided them with strength and/or 

energy when asked 'What are the positive aspects of tube feeding?'. 

Lucy: I know the tube feeding is the on& wcs, I c m  keep up rny 
strength so m content I have to stay on the tube feeding. 

Allm: "I never thought that it wmld corne the &y t h  where I wmld 
have ro &oke three meals with iih l ip id .  .... You know, but ... (ho/& both m s  
up urtdjlexes muscles) " 

Interviewer: "Keeps y m  strong. " 

Other: "He 's a strong mm. " 

Interviewer: "Do you firid that stuff keeps you strong? " 



Allan: "Oh. yeuh " 

Nutrition is iinked to the arnount of energy the respondents felt. 

h n y  (writfen): 1. I get en* nutrition to live. 
Interviewer: "Ym mention that you get enmgh nutrition to lzve. Okoy. Do 
youjirtd uh. I thirtk we rnentioned a little euriier about your energy.. .Do yoir 
notice a d~fference in h m  much energy yorr have in relation tu how much tube 
feed yotl feed? " 

m.. " Yeah, the more tube feed you do. the more e n e r ~  y m  have. " 

In actuality the three positive aspects, keeping alive, adequate nutrition and 

strengthienergy are inter-related. The tube feeds provide enough nutrition to keep one 

stronger and more energetic and aiso keep one alive. 

Interviewer: *' m a t  me the positive arpects of tube e e g  y i r s e  " 

# *  Paul: "Okuy, . . . keeps me alive. 

r* Interviewer: "Keeps you alive. 

P m  1: "Keeps me uh, uh. .. . . you know I end up with enough enrra 
thar lmts sort of thrmgh the &y. Kind of peeters out some days aruundfive 
btct. but thm. yeah it gives yov y m  energy, lt @es y m  uh your uh.. . . .yow 
hpzdr I guess, it g iws  you enough lipidr m t  of thor. it 's not it 's not too &ad 
I'd rather do thal han through my veim ... liRe y m  SV. Yeah, I guess that's 
about it for positive aspects. I c m  '1 see anythirig else, 1 c m  't stand rhe me12 
of it. (00th [augh). Other thml that if  keeps me aiive. " 

Interviewer (raughs) "Keeps you dive. . . . . . keeps your health? " 

Paul: "My health, my energy, I get enough vitamtins art of il. ymi 
km... " 

Having more energy to do things bey enjoyed improved their quality of Me. 



Intem17riewer: "Okay. And the tube fee& har thPr Uected your paiity of 
ive? " 

Mike: "No. it 's probably mude it better becoure I'm ab!e CO do 
I*  c a s e  I have enough energy to do things. 

Another positive advantage to the tube feeds were that they were considered 

simple and e q .  Four respondents commented regarding the ease of implementing 

this technology when asked 'What are the positive aspects of  tube feeding yourself?'. . 

John: "Weil, rfyou want to be realistl'c about it, uh, I suppose it -F 
emier t h  preparing a meal. Anach a hose to your srornach and sii down 
and wait, thar 's ait there is to it. No &es to wash. Just thrav the c m  in 
ihe garbage. 77mt 3 ail it takes. Weil you need to wash the equiprnenr and 
mfl tubes and everything. " 

Wendy also mentions that a positive aspect of tube feeding is that she no longer has to 

plan and prepare meals. She h d s  it comforting that she knows she's gettkig adequate 

nutrition through her enterai produas. 

Wendy: .'nie on& positive thing I c m  rhinR of; wzth haing the feeding 
I don 't haw to decide whal I 'm going to eat. Same for supper, I don 't have to 

' worry about prepming. 

Intemêwer: " Whor about the mrm'tion you gerfrom the p r d c t  the . ... yarr 
P. 

weighl. k ing  able to .. .... 

Wendy: " WeZt, I know the girls there, looking afler t h ,  su I don 't have 
to wony about that, I jus t ,  I don 't have to plan me .... v i n g  to make sure thal 
you ger your me41 cmd vegetaMes and ail t h .  It 's all there. My on&. .. Iike 
in the morning i f I  have a, well an uverage dny. ewty meal I havefler but 
sometimes whether zt harfiber or no @ers That 's the on& decision. " 



:aterviouer: "So does rhai give you a, a g d  feeling that y m  know zhar 
y m  're gettîng whai you need and you don 't have to eut it? " 

Wendy: " Well, I c m  relax a lof, and I knav ihat I won 't have that 
trouble Iike I had before. So . .. it 's good that way. " 

Surnmary: 

The positive aspects of tube feeding are few but are very well supported by 

respondents. The nrongest message is the ability of the tube feeds to keep them alive. 

The tube feeds also provide enough nutrition which enables one to feel stronger and 

more energetic to continue with activities that they are able to do. Another advantage 

is that the tube feeds are easy and simple to implernent. 

Strauss (1984,45) comments that "if life is at stake.. . . . . then the ill penon is 

Likely to consider that the entire regimen is binding." It is quite evident that 

respondents know that they have to keep tube feeding themselves in order to stay 

alive. This may contribute to the level of cornmitment these individuals have with 

maintaining this regimen. 



X. Quaiity of Life 

How do respondents living with home enterai nutrition perceive their quality of 

Me? Qualitative analysis of the respondents' narratives are reported in this chapter. 

These narratives reved how infonnants rate their quaiity of life and what aspects of 

their Iives they mention when discussing their quality of life. 

Every respondent was asked the question '7 realize that quality of life is 

difficult to define, but in your own words how would you describe your quality of life 

currently?" Numerous respondents provided answers that could be grouped into four 

categories: poor, fair, good and very good. 

Table 3: Quality of Life Qualitative Responses 
Categories 

b 

#O0 1 
#O02 
#O03 
#O04 
#O05 
MO6 
#O07 
#O08 
MO9 
- -1 O 

#O1 1 
#O12 
Mean 

Respondents 

(kpoor; 2=fair; 3=good; 4=very good) 

I 

good 
pretty low 
the pits (cries) 
not good 
good 
fair 
faid very poor 
very good 
not good 
fav - 
good 
good 

Comments 

, 

Rating 
3 
1 
1 
2 
3 
2 
1 
4 
2 
2 

- - 

3 
3 

2.25 0.93 

Very Good 

x 

- -- - -  

Poor 

x 
x 

x 

Fair 

x 

x 

x 
X 

Good 
x 

x 

x 
X 



Comments such as 'pretty low' and 'pits', were documented as poor quaiity of life. In 

one case a respondent coinmented that his quality of life was fair in one answer and 

very poor in another. This response was averaged as poor. If the individual 

commented that hidher quality of life was not good that was assumed to be fair. No 

assumptions had to be made for those who commented with the specific category 

responses. Limitations to these assumptions could have been corrected if the 

individuals were actuaily asked to rank their quality of life on a scale of poor, fair, 

good and very good. Some respondents were probed for this ranking but not al1 

respondents answered with a specific rating. Ifone applies a rating to the above 

responses the mean response for the group is 2.25. This indicates that on average the 

group felt their quality of life is fair to good. 

Im~act of Enteral Nutrition on Quaiiîy of Life: 

What did respondents state when asked "Did home tube feeds change your 

quality of life?'Five respondents stated that the home tube feeds did not change their 

quaiity of life. Seven respondents felt that it had changed their quality of life. Out of 

those seven respondents, three felt it improved their quality of life. Two individuals 

explained that it kept them out of the hospital and ailowed them to come home. 

Interviewer: " ... . hm home tube fe& changed your gtiulity of lije? " 

Jim: "MmmMm 2 *ci -y. I thinR I 'd be kt the hospiral or somerhing 
worse. yuu huw, . . . . . . . Worse thcm being in the hospita/, I don 't know if there 
is such a thing. But uh* ye& it changed the quaii~ of life. tt 's allowed me tu 
come home ami uh, and uh be with my fmiiy. So uh, you know, it 's irnproved 
my qua@ of life. But uh, cause uh, I don 't know what they we have in store 
wzth me but I w m l h  't have been able to eat or mything su ... there wmld 
have been s~mething~ I *m sure they had someihingplunned or they had 



something up their sleeve. But uh. so it 's improved that from thar 
perspective. " 

Mikei "Oh yeah, it makes it much emer so I don 't have to go into 
the hospital every few months and 1 can do it ai rny own rate. get a better 
nighrs sleep. don 't have to go by uh hospital regulution on how it works. '* 

Another reason one felt quality of life was better with the tube feeds was because it 

gave them enough energy to do the things they k e d  to do. 

Mike: *'Ab, it 's probclbly made it better beccase I'm able to do stufj. 
cause I have enmgh energy zo do thzngs. '" 

m g  nounshment into their bodies has also made their iives better. 

Lucy: I would -y home tube feeding hm made my life better in t h t  I 
c m  t~ow get food i~tto my bo4y without chohng as I did earlier. 

Out of the seven respondents that felt tube feeds did impact on theû quafity of life, two 

felt it had a negative effect. When the respondents were probed further as to why, this 

was their responses: 

w: " WelZ, I 've ahvays got a pole next to my bed. uhrn. I 've got IO 

sleep. ycm know, on my bock. yozi know, facing irp to the. and üh, . .... . I don '1 

know. " 

interviewer: 'Has it made it betîer, hm it made it worse? " 

m.* "Oh it 's made it worse. But then again it 's keeping me aiive. so 
it S better,. .. 

The next respondent is unable to speak and his wife offen this explmation: 

Question 1 7. Did home tube feeak change your pality of [ife? 



Tom (wn'tten): Yes. very defnztely. allhough my age hm pite a bearing on my 
life now. 

(photte) 
Interviewer: "For the question, Did home tube feeds change your quality of 
life? he answered ' Yes. very defr~itely '... in what way has it Mected his 
prality of life? H m  it improved it or decreased it .... I know it hm afjected it 
but in what w q ?  " 

Wfe: "h h a  w i t h h n  him from stqying home. He heurs about 
people he Ir worked with. He will not go out and talk tc people. He 's jzrst 
wztMawn himself: " 

Interviewer: "1s rhai due to the tube feeds or ... " 

Wijie : 'Due to his mouth which 1s part of the tube feedî. He would 
nor visit and have to have a hrbe feed there. " 

For these individuals it was difficult for them to pin point why they felt tube feds had 

a negative impact on their quality of life. One respondent did write that age was a 

confounder that also contributed to his change in quality of life. This respondent's 

spouse felt that his social Life was quite diEerent now and that probably contnbuted to 

bis quality of life. The researcher was unable to confirm this with the respondent. 

In Lany 's narrative he mentions that the tube feeds have a dual effect on his 

quality of life. In some ways it was worse and in some ways it was better. This is also 

supported by the following narrative. Mike reflects on his future quality of life 

compared to his current. 

Mik:  "Carse I think i f s  not greaf but 1.m sure it c m  uhuays ger. 
P 9 ahuays c m  get worse. 



Out of the seven respondents that felt the home tube feeds did change their quality of 

life, two felt that it did not improve or decrease their quaiity of life. One commented 

that it just made thern slow d o m  a little and the other commented that he had 

accepted the change and went on with his new life. 

A I h :  "'Bztt zrh. as faz. as fur us l m  concerne4 I'm happy. I *m 
happy.. ... . . . . I have to be happy the way I 'm living because I c m  't be othenuise. 
I c m  '1 go mrd to other people and my 'Ohy give me a plate and some steak 
and potatoes and '. . . . . . So I have fo use ihis.. . . . A d  I accept ihat.. . . .And uh 
that's good because if1 di& ?, dith? accept this. if wmfd be. zt w d d  be 
hard hmder on my system. '* 

Issues related to Qualitv of life: 

When discussing their quality of life, what issues were raised most frequently 

by the respondents? Issues that were mentioned by more than one respondent 

included: 1) activities that they were able or no longer able to do (feeling renricted); 

these activities rnay include work, social activities hobbies and daily activities; 2) 

fàmily; 3) food; 4) mental h d t h  and acceptance of their situation; 5) general health; 6) 

Pace of their new lifestyle and 7) aging. 

The respondents rating of their quality of life depended, for some, on whether 

they were able to continue with activities that they found enjoyable. Activities rnay 

include work, social activities, hobbies, and daily activities. George rated his qudity of 

Me as very good. 

George: I 'd say it was very g d  because I 'm stilf able to eat and brink 
PIay golf in summer and curi and bowl in winter. Shovel m m  - cut p a s  md 
work ut my hobbies. 



It is important to note that George consumed a pureed diet and did not experience 

pain or discodort while eating and aili found eating enjoyable. Audrey also 

considered her quality of  life to be good because she was still able to go out and do 

whatever she liked to do. 

A ztakey: "Oh, yeah. I still enjoy rnyseg I mean ..... " 

A d e y :  "Oh yeuh I go out md do wharever the heck I like ar long ar I 
don 't over do. id t .  it h m  'f stopped me from doing mything. So. I gtress *. nothing really har changed ..... .. . . . . . .. . . .. . 

Interviewer: "So wmîId ycm w y  ymr paIiiy of life fis. is pwr, fuzir. good, 
very good? " 

Audrey: "I think I have a good [ i f .  Like I said I do as I &m well 
9 .  pieare. 

Interviewer: (Imghs) "1 do what I dmn well please. " 

A zidrey : "And don 't tell me t h  I c m  't do it. " (both Imcgh) 

Larry on the other hand stated that his quality of We was fair or very poor and finds his 

day lacking in activity. This is how Lany describes his quality of life: 

m.- Fair. My doy is very unevenlful. ....... My healrh hm improved 
but quality of lue is very poor. 

Famiiy was mentioned in three respondents comments when discussing quality 

of life. Jirn feels his quality of Me is pretty low and comments that he feels some guilt 

when he sees the impact his health has on his farnily especially his young children. 



Jim : "Pretîy Iow.. . . . Yeah, yeah we 're no f.. . . we 're surviving but 
we 're.. .. shoirldn 't s q  survivîng .. .. . t h  3, that 's not v e y  fair. we 're. you 
hm, it seems tu be like more day to d q  existence. we 're not phtning, y m  
knm. uhm what we m e  going to do this weekend or what we me  going tu do 
with the kids. we 're jiist not living. y m  knw. living Iife to the firlest. We 're 
not doing things thar we shmld be. I 'm feeling that uh .. .once I have a big 
hmg-up. y m  know. I *m feeling rhat I 'm missing mit on the h& doing stt~ff 
and they realize it is only a short period of tirne und uh, and uh. you knau. 
their at a young age thal they t e  not really likely to remember, T- probably 
won 't rernember any of this. but uh.. . uhm.. .. .. it makes me feel like I 'm 

.* robbing them of some opporîmities to do things. 

Man is an elderly gentleman who is satisfied socializing with family and has 

rated his quality of life as good. 

Allim: "My qtiality, my quality of ive. Lîke I -y. okq, . . . . . . . . the fact I 
had to have these at meal times. hnds of resîricts me. iih restricts my activity 
some. Nt a way, YOU know, but irh I don 'I go, I don 't go out to strungers too 
much. 1 go to my relat~ves, my childen and my relatives. 1 go to their homes 
and they all know my case and so I 'm satisfid that they woiilï4 they w d  

f i *  

symputhiire with me rather thm 'Oh look. look gttys. look at him ', y m  kr10w. 

Food: 

George, in the previous quote mentioned that his quality of Life is very good 

and one reason is that he is stiU able to eat. Audrey, on the other hand, is no longer 

able to eat and has not consumed food for several years. She also mentions food when 

discussing quality of Me. Audrey has rated her quality of life as good. 

Interviewer: "Did home tube f i e h  chunge yow qualiîy of life? '" 

A z~drey: "No. " ... "Oh. like I said it c m  be incorrvenient at times, bzrt I 
woulah 't do it now, but before when I down somewhere shopping I could go 
have a coflee a d  sandwich. w h v e r ,  now I c m  't but you know it 's dfleretlt. 
Uh, I'dsay i f ' s  the same." 



As Audrey discusses her quality of lie she does reflect back to the beginning when she 

fint started tube feeds and cornments that her quality of Me has improved. 

Interviewer: "How abmit when you look at ymr quaIig of Iife or now 
compared tu fhat first yem when you came home? " 

A trdrey : " I I  *s got a lot better. ".. .. "Oh yeah. And getting back my self 
confidence again- I losî it for o long tinte. I di& 't cure if I came mît of the 
hospital or not. When I thirtk back now, it just goes thrmgh rny mind about 
whut I was thinking then, my G d  me you sttipid " 

Mental Hedth and Acceptance: 

Audrey makes reference to how she was thinking during her hospital stay. 

How one accepts this new lifestyle has an effect on how they perceive their quality of 

life. In a previous quote Allan cornrnents that he has accepted his new way of life and 

has gone on with things. Alan has rated his quaiity of Me as good. John, on the other 

hand has recentiy found out that he rnay remain on tube feeds for the rest of his life. 

Since he is at the early stages of this realization he has not accepted this fact, he still 

hopes that he will get off the tube feeds. John has rated his quality of life as 'not 

good'. 

Interviewer: 

John: 
.? nerves. 

Interviewer: 

John: 
like it. " 

*SI, w d y m  say y m  quality of Ive is good or ..... " 

'No. I would .y it 's not gooù nghr nuw. kry hard 012 the 

"Hard on the nerves? " 

"Of course it is. Sure. nie sooner I get off it the better ï *[l 



Two respondents actudy stated that their health or illness had an impact on 

their quality of life. 

L ucyc I w d d  think just fair Îs probably best descfiption of h m  I feel 
about my ptudity of IIfe right now. I redy  can *t blame the tubejeeding for 
this. if is my health in generd t h  is not whal I wmld like it to be. 

Mike also comrnents that his iüness impacts his mental health as well as his quaiity of 

life. When Mike is asked to describe his quality of lif'é this is his response: 

Mike: "Nor goai  because offhe way rny [iliness/ is holding me back. 
Also it 's tiying tu muke me depressed " 

Pace of Their New Lifestvle: 

Some individuais did comment that they noticed a difference in the Pace of 

their new lifestyle. Things have definitely slowed down for sorne. Their [ives slowed 

down in areas of various activities such as work, social activities and daily activities. 

P m  l: " WelI uh before I was tdh a vev  busy person. a h q s  very btcsy. 
workaholic I grress, you knaw and some, some days guess uh you know when 
& Y S  I wasn'l working I'd corne home and cut the grass or get the river boat 
working or mix cement or do sorneihingyou hm, I Iike doing things but uh 
now since the tube fee& well ever since the cancer Igot to slow dm?] 
because I got to be on the nrbe feeds for a certain mouni of rime so I 'm 
forced into doing something uh of a fesser nature, ym know. Yeah. and uh. .. " 

Interviewer: "niink that wiII improve your quali@ of life? " 

Pml: "lt might slow me down a bit. " 

Interviewer: Y.. t h t  a good thing.. . . ? " 

Interviewer: ". . . . bad thing? " 



Pal: "Maybe being su b - y  all the time mzght of confributed to 
getting my cancer, I don 't hm, hit uh, I thînk slowing dom is a necessity. 
Yeah, 1 got to slow davn a bit. so I do and now maybe 1'11 keep it zip. 

Agina: 

Pace of one's lifestyle and quality of Me can be afEcted by age. Three 

respondents did comment that their quality of life has probably changed due to their 

age. Some found it difficult to distinguish between the effects of tube feeds on their 

quality of life and the effêcts of aging. This is Tom's description of his quality of life: 

Tom: fair - I reaiiy do rot huve the m e  quality of ive trhat I used to 
have. Age also plays a factor in the p~aiiiy of my life. A d  get older l am 
unable to do things as I did in the pst .  .. . .... . .. . Yes the heuith mrvey pointed 
out the problems I have encmmtered in the pasi cotlpe of years. I do feel 
however the my age - getting older. is diminishing my qua& of time a d  life. 

In summary, the respondents ranked their quality of Life somewhere between 

fair and good. Seven respondents cornmented that the tube feeds did change their 

quality of life. T h e  respondents said it improved their quality of Me, two felt that it 

decreased their quality of life and two felt it had a dual effect. Issues that were 

important to these individuais when considering their quality of life included: the 

ability to do activities such as social activities, work, d d y  activities and hobbies; 

spendmg quality tirne with their family; being able to eat food or accept the faa that 

they no longer can eat; mental health and acceptance of their situation; general health ; 

getting used to the Pace of their new lifestyle and their aging process. 



XI. SF-36 Health Survey 

Quality of life can be quantified using a generic health mesure that assesses 

health-related quality of life outcomes (see supporting literature in chapter three). For 

the purposes of this research project the SF-36 Health Survey was seiected. This 

chapter reports the quantitative analysis of the SF-36 results and therefore reports how 

the Manitoba Home Nutrition Program respondents perceive their quality of life. 

When designing the SF-36 Health Survey, eight health concepts were selected 

out of more than 40 concepts and scales studied in the Medical Outcornes Study. 

(Ware 1993). The SF-36 (see Appendk B) includes one rnulti-item scale measuring 

each of these eight health concepts: 

physical fiinctioning - performance of a range of physical activities such as 

self-care, walking, chbing stairs and vigorous activities 

role functioning:physical- impact of physical hedth on performance of 

work or other regular daily activities 

bodily pain - severity of bodiiy pain and its interference with work inside or 

outside the home 

general health - evaluations of general health inciuding current health, 

health outlook and resistance to illness 

vitality - fiequency of feeling fidl of energy versus feeling tired and wom 

out 



6) social hnctioning - extent and fiequency of limitations in social activities 

with frienddrelatives due to health problems 

7) role fÙnctioning:emotiona1- the impact of emotional problems on 

performance of work or other regular daily activities 

8) mental health - general mental health including four major mental health 

dimensions (anxiety, depression, loss of behavioral-emotional control and 

psychologïcal well-being). (Ware 1993) 

The survey questions are grouped into the eight health concepts according to the 

following table: 

Table 4: Item Groupings and Abbreviated Item Content for the MOS SF-36 

Survey (McHorney, Ware and Sherboume 1994,45) 

- 

H d t h  Scale 
Physical Functioning (PF) 

Role Physicai (RP) 

Item 
PF I 

Abbreviated hem Content 
Vigorous activities, such as d n g ,  lifting heavy 

PF2 
objects, strenuous sports 
Moderate activities, such as moving a table, 

PF3 
PF4 
PF5 

Limited in the kind of work or other activities 
Cut down the amount of time spent on work or 

vacuumïng, bowling 
Lifting or ca-g groceries 
Clirnbing several fights of stairs 
Climbing one flight of stairs 

PF6 
PF7 
PF8 
PF9 
PF 1 O 

Bending, kneeling, or stooping 
Walking more than a mile 
Wallcing several blocks 
Walking one block 
Bathinp, or dressing yourseif 

RP3 
RP4 

other activities 
Accomplished less than wodd like 
Difiïculty performing the work or other activities 



Bodily Pain (BP) 

General Hedth 
perceptions (GH) 

, Vitality (VT) 

Social Functioning (SF) 

TRAN 

Intensity of bodily pain 
Extent pain interfered with normal work 

1s your health: excellent, very good, good, fair, poor 

My health is excellent 
I am as healthy as anybody I know 
1 seem to get sick a little easier than other people 
1 expect my health to get torse 

Feel fÙU of pep 
Have a lot of energy 
Feel worn out 
Feel tired 

Frequency h d t h  problems interfered with social 
activities 
Extent health problems intenered with normal social 
activities 

Cut down the arnount of times spent on work or 
other activities 
Accomplished less than would like 
Didn't do work or other activities as carefully as 
usual 

Been a very nervous person 
Felt downhearted and blue 
Felt so down in the dumps nothing could cheer you 
u P 
Been a happy person 
Felt calm and peaceful 

Rating of health now comparecl to one year ago 

ûther important health concepts that were not included in the SF-36 Health Survey 

include: health distress, f d l y  fùnctioning, sexual hctioning, cognitive hctioning, 



and sleep disorders.(Ware and Sherbourne 1992). On each dimension of the SF-36, 

the respondent receives a score from O to 100. A higher score indicates better health. 

The survey was constructed for self-administration by persons 14 years of age 

and older and for administration by a trained interviewer in person or by telephone. 

(Ware and Sherboume 1992). 'The SF-36 can dso be included as one part of a longer 

interview, questionnaire, or other data collection effon."(Ware 1993,4: 1). The focus 

of this survey is on the patient's point of view of their health status and its impact on 

these eight dimensions. 

The SF-36 has proven itself reliable and vaiid in numerous studies.(Ware 1993; 

McHomey, Ware and Sherboume 1994; McHorney, Ware and Raczek 1993). 

Reliability examines the consistency of results from the same masurement tool 

designed to evduate the sarne variable. ''Estirnates of score reliability for the SF-36 

scales have been reported in 14 studies ... .. AU eaimates exceeded acceptai standards 

for measures used in group comparisons. For each scale, the median of the reliability 

coefficients across studies equais or exceeds 0.80, with the exception of the Social 

Functioning scale(the median for this two-item sale is 0.76)." (Ware 1993, 7:4). 

Wost studies used the intemal consistency method and Cronbach's coefficient 

alpha.. . . . A range of patient populations and situations are represented." (Ware 1993, 

7:6). Intemal consistency is an issue in multiple item scales. How consistently does 

each item in the scale measure the same phenomenon. 



Validity is the extent to which the score means what it is supposed to rnean. 

'Two kinds of strategies were used to evaluate the validity of the SF-3 6. .  . . . . . First, 

[they] judged content vaiidity by comparing it with other widely used survey forms. 

Second, [they] used empirical approaches including factor analytic tests of constmct 

validity, 'criterion-based' approaches, and numerous correlational studies." (Ware 

1993,8:3). Three steps are needed to accumulate evidence of vaiidity related to 

theoretical constructs.(Nunnaily 1964). These steps are: I ) specifjwg the domain of 

variables; 2)establishing the intemal stnicture of observed variables; and 3 )  verifling 

theoretical relationship between scaie scores and extemal aiteria. The domains are 

established as the eight most frequently represented heaith concepts. The two major 

dimensions of health are physical and mental. The scales that measure physical health 

include: physical fùnctioning, role-physical and bodily pain. These scales were shown 

to best distinguish groups dflering in severity of chronic medicai conditions. 

(McHorney, Ware and Raczek 1993). The scales that measure mental health include: 

mental health and role-ernotional. These scales bea distinguished groups diffenng in 

the presence and severity of psychiatrie disorders.(McHomey, Ware and Raczek 

1993). The scales that measure both physical and mental health include: social 

functioning, vitality and general health perceptions. These scales had the moa 

complex interpretations. (McHorney, Ware, and Raczek 1 993 ). This demonstrates 

convergent and discriminant validity. "Convergent vaiidity is supporteci when 

different methods of measuring the same construct provide simiiar results. 



Discriminant validity examines whether a measure of one underlying constnict can be 

differentiated fiom another constmct. "(Ware 1 993, 8: 2). 

SF-36 Results: 

Al1 twelve individuals completed the SF-36 Health Survey. Eleven 

questionnaires were conducted using self administration and one was read to the 

respondent by the intewiewer since the individual was blind. Orly one value was 

missing out of 432 items (0.23% rnissing data). This value was in the Generai Health 

score which is a five-item scale. Therefore 1.67% (1/60) of the data was missing for 

this dimension. 

Table 5 : SF-36 Health Status Survey Results 

Subject # 
1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
1 1  
12 

- 

SF-36 HEALTB STATUS SURVEY 1 

VT=vitality, SF=social fùnctioning; RE= role-emotional; MH=mental health; S.D.= 
standard deviation) 

MEAN 
S.D. 

(PF=physical fùnctioning; RP=role-physical; BPbodily pain; GH=generaI health; 

35 
45-83 
32.60 

O 
22.92 
34.47 

41 
57.33 
25.55 

50 
49.50 
19.81 

40 
40.83 
18.85 

37.5 
53.13 
32.48 

0.0 
69.45 
38.82 

80 
72.33 
11-50 



Cornvaring SF-36 Resdts to U S  Po~ulation Noms: 

To interpret the SF-36 results one can compare the group means to a 

population nom. "The SF-36 provides a conunon yardstick to compare those patients 

with chronic health problems to those sampled from the general population." mare 

1993, 2:4). The sample means were compared to the U. S. population noms using t- 

tests (see Methods section for equation). 

Table 6: SF-36 Health Status Survey Results Compared to U.S. Norms 

SF-36 HEALTH STATUS SURVEY RESULTS COMPARED TO U.S. NORMS 
Dimension 

Physical Functioning 
Role-Physical 
Bodily Pain 
General Health 
Vit ality 
Social Functioning 
Role-Emotional 
Mental Health 

Sample 
(mean & S.D.) 

45.83 : 32.60 
22.92 : 34.47 
57.33 25.55 
49.50 : 19.81 
40.83 18.85 
53.13 32.48 
69.45 38.82 
72.33 : 1 1 -50 

W.S. Population 
Noms 

(mean & S.D) 
84-15 : 23.28 
80.96 : 34.00 
75-15 23.69 
71.95 20.34 
60.86 20.96 
83.28 : 22.69 
81.26 33.04 
74.74 18.05 

S tatisticd 
Significance 

p < .O02 
p < .O01 
p i  .O5 
p < -005 
p -00.5 
p <  -01 
NS 
NS 



Figure 1: SI?-36 Eealth Status Survey Results Cornpareci to U.S. Noms 

90.00 1- --- - 

Therefore, we can state that this group statistically had a lower score than the U.S. 

population for physical functioning, role-physical, bodily pain, general hedth vitality, 

and social functioning dimensions. There was a statistically significant difference for 

dl dimensions except for the role-emotional and mental health dimensions. This result 

is predictable since none of the respondents had known psychiatrie disorders. For 

those dimensions that were lower than the nom, what is the meaning of low or high 

scores? 



1 Role-Physical 1 Problems with work or 1 No problems with work or 1 

Table 7: Information About SF-36 Hedth Statas Scales (Ware 1993,3: 5) 

1 1 other daily activities as a 1 other daily activities as a 1 

Meaoing of Higb Scores 
Performs al1 types of 
physid activities including 
the most vigorous without 
limitations due to health. 

Concepts 
Physicaf Functioning 

1 Bodily Pain 1 Very severe and extremely 1 No pain or limitations due 1 

Meaaing of Low Scores 
Limited a lot in performing 
ail physical activities 
includmg bathing or 
dresshg due to heaith. 

result of physical health. result of physicd health. 

limiting pain. 

1 ~itality 1 Feels tired and worn out dl 1 Feels full of pep and energy 1 

to pain. 

General Health Evaluates personal health as 
poor and believes it is likely 
to get worse. 

of the time. 

In other words, according to the SF-36 results, the respondents' health impacted 

negatively on their ability to perform physical activities; their physical health impacted 

on their work or daily activities; they experienced more pain than the average 

individual; they perceived their personal health to be below average; they felt more 

tired than the averase person; and their health interfered with their social activities. 

Evaluates personal health as 
excellent. 

ail the time. 

Social Functioning 

SF-36 scores deche with increasing age (Ware 1993). The respondents were 

slightly older than the general U. S. population. When we correct tbr age, by 

Exireme and fiequent 
interference with normal 
social activities due to 
physical or emotional 
problems. 

Performs normal socid 
activities without 
interference due to physical 
or emotional problems. 



comparing the group rneans to the U.S. nom for the age group 55 to 64, (group mean 

age = 58.42) these are the results: 

Table 8: SF-36 Health Status Survey Results Compared to U.S. Norms for Age 

Group 55-64, Maies & Fernales. 

SF-36 BlEALTEf STATUS SURVEY RESULTS COMPARED TO U.S. N O M S  
FOR AGE GROUP 55-64, MALES & FEMALES 

I 

Physicai Functioning 
Role-Phy sical 
Bodily Pain 
General Healt h 
V~taiity 
Social Functioning 
Role-Emotional 
Mental Health 

Dimeasion U.S. Population 
1 N o m s  

(mean & S-D) 
76.24 26.32 
73.66 : 38.39 
67.51 - 25.63 

, 64.62 - 23.37 
' 60.37 . 22.59 ' 81.37 - 24.81 
80.26 : 34.29 
75.01 - 19-30 

Sample 
(mean & S.D.) 

When comparing the sampie to the U.S. population noms for this age group, the ody 

dimension that is no longer çtatistically different is bodiiy pain. That rneans rhat the 

sample group has a similar score for bod$ pain as does the U.S. population for this 

age group. The other dimensions: physical fùnction, role-physical, general healtb 

vitality, and social fünction are all statisticaiiy lower for the home enteral nutrition 

group compared to the U.S. noms for persons aged 55 to 64 years. 

Health Transition Scores: 

The second question in the SF-36 Health Survey is the heaith transition item. 

This question asks respondents how they would compare their health in general to one 



year ago. This item is not used to score any of the eight multi-item scales. "It is based 

on the hypothesis that self-reported transitions reflect mie changes in health dunng the 

recaü period." (Ware 1993,9: 1 5). The results of the heaith transition scde are as 

follows: 

Table 9: Health Tra 
Respondents r- isition Item Results 

Health Transition Scores 
Total Group Long Term (>l 1 Short Term (4 

much worse) 
*p < .O01 

Those individuals that had recently started tube feeds (mean length of time on tube 

feeds = 4.3 months) scored their hedth as somewhat worse to much worse than one 

year ago. Those individuais that have been on tube feeds for greater than a year (mean 

length of time on tube feeds = 54.2 months) scored their health as somewhat betîer or 

about the same as one year ago. The two groups were compared using a t-test and it 

was shown that those who were on enterd nutrition for a short term scored their 

health lower than those who were on enterai nutrition for a long terni compared to one 



year ago. It makes sense that those individuals who have recently aarted tube feeds 

have recently had a change in their health status due to an illness. Those individuals 

who remain on tube feeds for longer than one year, either continue to have the illness 

that necessirates enteral feeds or their health has improved. 

Corn~aring; SF-36 Results to Other Patient Po~ulations: 

Home Parenteral Nutrition Patients 

No studies to date have Iooked at measuring health status or quality of life of 

patients on home enterai nutrition using the SF-36 Health Status Survey. One study, 

recently published in 1997 by Richards and Irving assessed the quality of life of 5 1 

patients with intestinal failure on home parenteral nutrition using the SF-36 and the 

EuroQol instruments (Richards and Irving 1997). Home parenteral nutntion is used for 

patients who are unable to absorb adequate nutrients through the digestive system. 

These patients are fed via an intravenous placed in a large vein. This is dBerent fiom 

enteral nutrition which involves feeding directly into the stomach or small bowel with a 

feeding tube. 

Richards and I ~ n g  (1997) documented that the home parenteral nutntion 

scores were below United Kingdom noms for physicd functioning, role-physical, 

bodily p a h  general heaith, vitality and social hctioning. The home enteral nutrition 

group scores were compared to the home parenteral nutrition group scores as foliows: 



Unfortunately Richards and Irving did not publish the standard deviations, therefore a 

Table 10: Home Enteral Nutrition Scores Compared to Home Parenterai 
Nutrition Scores 

t-test was not done comparing these two groups. As a result the variability of their 

data is not known to the reader. One limitation to comparing these two groups is that 

Difference in 
Scores 

M.30 
-2.08 

+IL21 
+13.17 
+2.96 
t2.76 

+10.78 
+5 -65 

both groups contain smd patient numbers (N=12, N=5 1). There is no current 

Patients on EPN 
N= 51 

45.53 
25.0 

46.12 
36.33 
37.87 
50.37 
58.67 
66.68 

Healtb Dimension 

Physical hctioning 
Role- p hy sical 
Bodily pain 
General Health 
Vitality 
Social Functioning 
Role-emotional 
Mental H d t h  

literature with larger group noms for cornparisons in nutrition nipport. 

Patients on BEN 
Sample N=12 

45.83 
22.92 
57.33 
49.50 
40.83 
53.13 
69.45 
72.33 

Hemodialvsis Patients: 

Some quality of Me studies have cornpared home parenteral nutrition to 

hemodialysis due to the fact that patients are dependent on medical technology for 

sumival and it is believed that both populations are faced with similar challenges 

(Smith 1993; Burnes et al. 1992). Recently some studies have used the SF-36 Health 

Survey to study quality of Life or health status in hemodialysis patients (Kurtin et al. 

1992; Meyer et al. 1994; Merkus et al. 1997). The study by Kurtin et al. (1992) used 

the SF-36 Health Survey in an outpatient dialysis unit and detemiined it's practicality 

with regards to patient acceptance, timing of administration during the dialysis session, 



respondent burden and staffburden. The investigaton reported strong evidence of 

patient acceptance. The same researc hers reported two years later on t heir experience 

with the SF-36 Health Status form and documenteci scores for 1 12 patients who had 

completed the SF-36 on at lest one occasioq for a total of 496 responses. The mean 

initiai scores for the 1 12 patients were lower for all heakh dimensions when compared 

to the general U. S. population. These results are similar to those reported by Merkus 

et al. (1997) in the United Kingdom. How does our patient group compare? The 

Amencan group was chosen for comparison since this researcher is using U.S. 

population norms versus United Kingdom population norms. 

Table II: Home Enterai Nutrition Scores Compared to Outpatient Dialysis 
Scores 
Health Dimension 

Physical functioning 
Ro le- p hy sical 
B o d y  pain 
Generai Hedth 
Vit* 
Social Functioning 
Ro f e-em~tional 
Mental Heaith 

Patients on HEN 
Mean & SD 
Sample N= 12 

45.83 32.60 
22.92 34.47 
57.33 35.55 
49-50 19.81 
40.83 18.85 
53. L3 32.48 
69.45 38.82 
72.33 1 1.50 

Patients on Didysis 
Mean & SD 

N=112 

Not one health dimension was scored significantly different between these two patient 

groups. Therefore, this information suggests that people on home enteral nutition 

and those on dialysis report s idar  perspectives on their heaith and its impact on their 

lives. 



Ventiiator Dependent Patients: 

Ventilator dependent patients are also dependent on technology for survival. 

Smith and Shneerson (1995) published a report on patient outcornes in a progressive 

m e  program in England, for prolonged ventilator support. One outcome that was 

measured in this study was their heaith status using the SF-36 Health Status Survey. 

The SF-36 questionnaire was sent to the 28 s u ~ v i n g  patients and 20 completed 

replies were received, giving a response rate of 7 1.4%. The study concluded that the 

patients had low scores for physical function and physical role limitation. How does 

Our patient group compare to ventilator dependent patients? Results from the audy 

were presented in graph form and therefore the scores were interpreted from the 

graph- 

Table 12: Borne Enteral Nutrition Scores Compared to Ventüator Dependent 
Scores 
Heaith Dimension 

Physical fiinctioning 
Role-p hy sicai 
Bodily pain 
Generai Health 
Vitaiity 
Social Functioning 
Role-emotional 
Mental Health 

-- - - - - - - - - - 

Patients on EIEN 
Sample N = 12 

45.83 
22.92 
57.33 
49.50 
40.83 
53.13 
69.45 
72.3 3 

-- - - 

VentiIator Patients 
N = 20 

- 

Differenee in scores 

Unfortunately the authon did not publish the actual means and standard deviations for 

each health dimension. Consequently, statistical cornparison of the data is not 



possible. Further research would be needed to compare sunilarities and/or differences 

between these two technology dependent groups. 

Conclusion: 

ï h e  SF-36 Keaith Status Survey results indicate that the home enteral nutrition 

group reported lower levels of physical functionin& physical role, generai health, 

vitality, and social functioning than the average U. S. population. 

M e n  compared to other technology dependent patient groups it is difficult to 

detexmine differences between this group to those on total parenterai nutrition or to 

those whom are ventilator dependent due to lack of statistical data. Statistical analysis 

of the dialysis sarnple compared to the home enteral nutrition sample did not find any 

significant differences in any of the eight health dimension scores. 



XII. CONCLUSION 

What is it iike to live on home enteral nutrition? What is it Iike to receive 

eighty to one hundred percent of your food via a tube? This is the first research of its 

kind to examine quality of life with home enteral nutrition. 

A multimethod approach was used to determine quality of Iife of those, within 

the Manitoba Home Nutrition Program, living with home enteral nutrition. 

Ethnographically onented interviews, using a structured i n t e ~ e w  guide, were used to 

capture qualitative data. Four illness narratives illustrate the diversity of life with 

home enteral nutrition. Despite these diversities, cornmon themes emerge from the 

struchired interviews (see Figure 2). 

Individuals living on home tube feeds are dependent on technology for 

s u ~ v a l .  One component of this technotogy is the intravenous pole. This pole was 

frequently mentioned as being restrictive or cumbersome. tndividuals felt that it not 

oniy restricted them to their homes but restricted them to a specific area within their 

home. The pole's wheel base is large, and when manipulating the pole around their 

homes, the respondents bumped into fumiwe, had a difncult t h e  moving the pole up 

and down stairs and rolling it on carpet is a challenge. Respondents stated that they 

were tied or nailed to their poles. 



Figure 2: Cornmon Tbemes Identified in Qualitative Interviews 

Kaufert and Locker (1 990) identifïed that improvements in mobility impacted 

positiveiy on quaiity of life. Therefore, a more portable syçtem of tube feed 

administration, on a regular daily basis, warrants further investigation. For instance. 

the tube feed travel pack consisting of a knapsack that holds the enterai pump, bag and 

tube feed product may provide an altemate choice for individuais to increase their 

mobility within their homes as well as outside of their homes 

Another cornmon theme, when describing what life is Wce on home tube feeds, 

is the fact that the tube feed regimen is time consuming. hdividuals perceive that the 

tube f d s  consume a large portion of tune regardless of the actual arnount of time that 

is required to adrninister their tube feeds. This time impacts on many aspects of their 



lives including their ability to continue favourite activities such as hobbies, sports. and 

social activities. The organization of this time and one's ability to be flexible with this 

regimen seems to enable the individuai to better cope with this new lifestyle. The 

more control one had with adjusting their tube feed regimen the better their quality of 

tife. Control is an important aspect of quality of life (Laskiwski and Morse 1993). 

Impact on nomality is a common issue with chronically il1 persons (Strauss 

1984). For this group, the behavior associated with eating was most identified with 

normaiity. Self image was also mentioned but was limiteci to respondents under the 

age of 50 who had only been receiving tube feeds for a short time period. Accepting 

these new Iife changes was imporiant in order to enhance their quality of life. 

When assessing quality of life in persons living with home enteral nutrition. one 

cannot separate technology fiom the illness state. Respondents had a difficult time 

separating descriptions of Me with home enteral nutrition from their expenence of 

illness and health. Hence, tube feeds and the illness state are intertwined in terms of 

their impact on quality of life. 

The positive aspects of tube feeding are few but are very well supported by 

respondents. The strongest message is the ability of the tube feeds to keep them alive. 

ûther benefits of enteral nutrition Uiclude the provision of adequate nutrition which 

improves energy Levels in a convenient, simple form of technology. 



In the qualitative data, respondents ranked their quality of life somewhere 

between fair and good. Issues that were important to these individuais when 

considering their quality of life included: the ability to do activities such as social 

activities, work, daily activities and hobbies; spending quality time with their family; 

being able to eat food or accept the fact that they no longer can eat; mental health and 

acceptance of their situation; general health; getting used to the Pace of their new 

lifestyle and their aging process. Seven out of the eight dimensions in the SF-36 

Health Survey are mentioned in the qualitative interviews. These include: physical 

functioning, role-physical, mental health, role-emotional, social functioning, general 

health and vitality. 

This multimethod research design combined ethnographically oriented semi- 

structured interviews with a standardized health survey to capture quality of life. Did 

each method confirm findings fiom the other? Did the SF-36 results support the 

qualitative data for each of the health dimensions? 

The SF-36 results indicate that the respondents' health or tube feed regimen 

impacts negatively on their ability to perform physical activities. Problems with work 

or other daily activities exist as a result of physical health. This impact on ability to 

perform activities was mentioned by several respondents during the qualitative 

inte~ews. 



ûeneral health is perceived by these respondents to be below normal as 

measured by the SF-36 Heaith Survey. Health is raised in the narratives as impacting 

on their quality of life and on their ability to perfonn favourite activities. Age is also 

mentioned to impact on general health. 

The SF-36 results indicate that respondents feel more tired than the average 

person. Qualitative data supports this. Respondents comment that they did not have 

the energy to do the things they used to do. On the other hand, the tube feeds also 

provideci them with energy to continue some activities. Age also impacts on their 

vitality. This technology had minimal impact on sleep for most. Individuals with 

gastrointestinal problems had the most difficulty with sleeping and feeding 

simultaneously . 

The SF-36 results indicate that the respondents' health or tube feed regimen 

interferes with their social activities. Impact on family is raised when discussing 

quality of life issues. The time management of the tube feed regimen; the immobiiity 

of the equipment; and the inability to consume food nonnally; is stated to  interfere 

with social activities leading to social isolation for some. 



Mer the SF-36 results were corrected for age, the Manitoba Home Nutrition 

Program participants scored within normal for bodily pain. This is supported by the 

limited comments in the narratives with regards to pain. 

As one would predict the Manitoba Home Nutrition Program respondents 

scored within normal for the mental health and role-emotional dimension. Narratives 

did reveal that mental health contributes to one's quality of life with regards to 

acceptance of this new lifestyle. 

Throughout the thesis cornparisons are made to parallei technologies. 

Sirnilarities are found between populations living with home parenteral nutrition, rend 

dialysis and ventilator nippon to those living with home enteral nutrition. In al1 these 

situations individuals are dependent on medical technolog for survival: there exists a 

physical connection to equipment; the method of treatrnent is invasive; and the 

fkquency of treatrnent can be on a daily basis. The management of these regimens 

impact on their quality of Me. 

Future Research: 

This research project brings us one step closer to unravebg the myaery of 

quality of life with home enteral nutition. Generalizations cm be made from this data 

only to individuals who are foilowed by established Home Nutrition Programs in 



Canada. Many individuals are betieved to live with home enteral nutrition without 

follow up fiorn established home enteral nutrition programs. 

Further research is needed to determine if similar narratives are found in 

different home enteral nutrition populations in the world. All respondents in this study 

were adult, Caucasian and the majority had family incornes greater than $40,000 per 

annum. Other populations to research include pediatrics, aboriginal, and the poor. 

This multimethod design approach could be used to investigate quality of life 

of those living with paralle1 technologies. Further comparisons can then be made 

between home enteral nutrition, home parenteral nutrition, hemodialysis or ventilator 

dependent populations. Establishing similarities and differences between these patient 

groups will improve our understanding of what life is like for this population. Once 

similarities and differences are established there is a huge resource o f  comparable 

research that can be tapped. 

Further research is needed to investigate the daily use of travel packs with 

regards to increasing portability/mobility and the impact on quality of life. Re- 

engineering and developing an intravenous pole that is more compatible for the home 

setting and flexible for transport will also increase mobility . 



Further examination of the various methods of tube feed administration and its 

impact on quality of life is aiso needed. Flexibility, portability and time consumption 

are important factors to consider when selecting methods of tube feed administration. 

Syringe feedings meet this criteria but are very seldorn used. 

Travel packs, re-engineered intravenous poles or syringe feedings may al1 need 

to be considered to accornmodate the needs of this diverse patient population. 

Overail, quality of life as perceived by those living with home enteral nutrition 

is rated somewhere between fair and good. Home enterd nutrition impacts on many 

aspects of peoples lives including their physical funaioning, social fùnctioning, 

families, favourite activities, ability to consume foods normally, and acceptance of 

their new life situations. Managing the tube feeds regimen poses many challenges to 

individuals when balancing their priorities. Those individuals that are able to adjust 

and adapt their own treatments to fit their lifestyles report less restraints imposed by 

this technology. 
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APPENDIX B 

INTERVIEW GUIDE 

1. Date of i n t e ~ e w :  M o n t m a y  Y ear 

Start time End time Length h o u r s  minutes 

2. Physical Setting: Cl Respondent's Home 

O MHNP CIinic Roorn 

CI Other 

INTRODUCTION 

Very often health professionals will recornrnend that individuals receive daily 

tube f e d s  for home but no one ever asks those individuals what it is like to [ive on 

artificial nutition support? What is it like to receive most of your food in the form of 

a liquid that you put down a tube? The purpose of my visit with you today is to ask 

questions regarding these issues and find out what you think and feel about this way of 

life. 

There are three sections to this interview. Fust, 17m going to ask you to 

complete a short health survey which will take approxirnately 10 minutes. M e r  the 

survey, I'm going to ask you a few questions about yourself. It wiU be easier to t a k  

about how the tube feeds have affected or changed your life i f 1  know a little bit about 

your background. In the last seaion, I'U ask you questions regarding your 

experiences with tube feeds. What is it like to live on tube feeds? Can you desctibe a 

typical day with tube feeds? How has tube feeds affecteci your family7 work and social 

Me? 



INSTRUCTIONS: This survey asks for your views about your health. This 
information will help keep track of how you feel and how well you are able to do your 
usual activities. 

Answer every question by marking the answer as indicated. If you are unsure about 
how to answer a question, please give the best answer you can. 

1. ln general, would you Say your health is: 

(circle one) 

Excellent ....................................................................... 1 

.................................................................. Very good.. -2 

.............................................. ....................... Good.. .. -3  

Fair.. ............................................................................. .4 

............................................................................ Poor.. 5 

2. Corn~ared to one year ago, how would you rate your hedth in general now? 

(circle one) 

............................. Much better now than one year ago.. - 1  

...................... Somewhat better now than one year ago -2 

About the same as one year ago ................. .. ................ 3 

Somewhat worse now than one year ago.. ..................... .4 

Much worse now than one year ago. .............................. .5 

Copyright 0 1994 Medical Outcornes Trust 
Al1 rights reserved. 
(SF-36 Standard Engiish (Canada) Version 1 .O - 7/94) 



3. The following items are about activities you rnight do dunng a typical day. 
Does your health now limit vou in these activities? If so, how much? 

Limited Limited 
A Lot A Little 

a) Vigorous activities, such as running, lifting 
heavy objects, participating in strenuous sports 

b) Moderate activities, such as moving a table, 
pushing a vacuum cleaner, bowling, or playing 
golf 

c) Lifting or canying grocenes 
d) Clirnbing seveml flights of stairs 
e) Chnbing one aght  of aairs 

Li) Bathhg or dressing yourseif 1 1 1 2 

1 

1 

- - - -  - - 

g) Waiking more than a kilometre 
h) Walking several blocks 
i) Walking; one block 

No, Not 
Limited 
At Al1 

2 

2 

1 
1 
1 

(circle one number on each line) 
I 

- 

- 

2 
2 
2 

I 

1 
1 
1 

4. Durhg the past 4 weeks, have you had any of the following problems with 
your work or other regular daily activities as a result of vour phpical health? 

1 

2 
2 
2 

(circle one nurnber on each line) 

Comght 0 1994 Medicd Outcornes Trust 
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or other activities 
b) Accomplished less than you would iike 
c) Were limitai in the kind of work or other activities 
d) Had ditliculty performing the work or other 

activities (for example, it took extra effort) 

NO 
2 a) Cut down on the amount of time you spent on work 

YES 
1 

1 
1 
1 

2 , 

2 
2 



S. During the past 4 weeks, have you had any of the foilowing problems with 
your work or other regular daily activities, as a result of anv emotionai ~roblems (such 
as feeling depressed or anxious)? 

(circie one number on each line) 

6 .  During the past 4 weeks, to what extent has your physicd health or emotionai 
problems interfered with your normal social activities with family, f iends neighbors, 
or groups? 

other activities 
b) Accomplished less than you would like 1 
c) Didn't do work or other activities as carefully as usual 1 

(cucle one) 

NO 
2 a) Cut d o m  the amount of tirne you spent on work or 

2 
2 

.................................................................... Not at d... 1 

....................................................................... Slightly.. -2 

................................................................... Moderately .3  

..................................... ................ Quite a lot. ... -..4 

................................................................... Extremely.. .5  

YES 
I 

How much bodilv pain have you had during the past 4 weeks? 

(circle one) 

.................................................................. Very rnild.. -2 

Mild ............................................................................. 3 

................................................................... Moderate. .4 

.......................................................................... Severe 5 

................................................................. Very severe .6 

CoV_vright G 1994 Medical Outcornes T m  
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8. During the past 4 weeks, how rnuch did pain interfere with your normal work 
(including both work outside the home and housework)? 

(circle one) 

.................................................................... Not at al1 1 

................................................................. A little bit ..2 

.............................................................. Moderately.. -3  

Quite a bit. ............................................................... -4 

................................................................. Extrernely .5 

9. These questions are about how you feel and how things have been with you 
durina the oast 4 weeks. For each question, pleaje give the one answer that cornes 
closest to the way you have been feeling. How much of the tirne during the past 4 
weeks. 

(circle one number on each line) 

AU of 
the 

Time 

a) Did you feel full of pep? 
b) Have you been a very 

Most 
ofthe 
Time 

nervous person? 
c) Have you felt so down in 

the dumps that nothing 

e) Did you have a lot of 1 1 1 2 1 3 1 4 

1 
1 

could cheer you up? 
d) Have you feel calm and 

peaceful? 

A Good 
Bit of 
the 

Time 

i 

Some 
of the 
Time 

2 1  3 
2 1 3 

1 

enerjq? 
f) Have you felt 

downhearted and blue? 
g) Did you feel wom out? 
h) Have you been a happy 

person? 
i) Did you feel tired? 

Copyright d 1994 Medical Outcornes Trust 
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A 
Little 
ofthe 
Time 

4 
4 

2 

Noae 
of the 
Time 

2 

1 

1 
1 

1 

3 4 

3 

2 

2 
2 

2 

4 

3 

3 
3 

3 

4 

4 
4 

4 



10. During the past 4 weeks, how much of the time has your phvsical health or 
emotionai ~roblems interfered with your social activiues (like visiting with friends, 
relatives, etc. )? 

(circIe one) 

.............................................................. All of the time I 

......................................................... Most of the time ..2 

..................................................... Sorne of the time ..3 

........................................................ A little of the time 4 

.......................................................... None of the time 5 

1 1. How T'RUE or FALSE is each of the following statements for you? 

(circle one number on each line) 

Copyright 8 1991 Medical Outcornes Trust 
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1 

Definitely 
Tme 

5 

5 

5 

5 

Mostly 
False 

4 

4 

4 

4 

Don' t 
Know 

3 

3 

3 

3 

Mostly 
True 

2 

2 

2 

2 

a) I seem to get sick a 
little easier than 
other people 

b) 1 am as healthy as 
anybody 1 know 

c) i expect my health to 
get worse 

di  My health is 
excellent 

Definitely 
True 

1 

1 

1 

1 



BACKGROUND INFORMATION 

Sex: [II Male Ci Female 

What is your age? years 

How long have you received tube feeds? years mont hs 

How often do you feed yourself with the tube? times per day 

How long does it take per feed? hours minutes 

Do you require assistance with the feedings? O Yes O No 

How long have you been followed by the Manitoba Home Nutrition Program? 

years months weeks 

What tube feed product do you use? 

What volume do you adrninister per feed? 

How has your weight been in the past 3 months? 

O sarne 

O gained weight how many pounds? 

0 lost weight how many pounds? 

What is your usual weight? 

How tall are you? 

Where do you live? ( if not at informant's residence) 

neighborhood 

city 

dwelling 

How long have you lived here? 

Years 

O months 



15. Have you moved since you started on tube feeds? Yes Cl No 

a) I f  YES, where did you live before? 

neighborhood 

city 

dwelling 

b) If YES, why did you move? 

16. What is your marital status? 

O Single 0 Mamed 

Cl Widowed O Cornmon Law 

17. Do you have any children? O Yes O No 

Number of children Ages 

Number o f  children living with you? 

18. Who else Lives in your household? (spec* number of each) 

O spousdpartner 

Cl mother 1 mother-in-law 

O father / father-in-law 

O other 



19. Do any of your relatives Live here in W î p e g ?  0 Yes Ci No 

Have you seen or talked to any of your relatives in the past month? Yes 

No 

20. How much formal education do you have? 

O Less than grade 7 

O Junior High School (grade 7-9) 

O Partial High School (grade 10 or 1 1 ) 

U High School Graduate 

17 Partial college or university 

O CoUege or university graduate 

O Postgraduate studies 

O Graduate degree 

2 1 . Are you currently: 

Ci working full time O retired 

O workuig part time Cl hornemaker 

O unemployed O student 

O on leave due to illness 



22. What is your present occupation? (work place including home, type of work, if 

no longer working e.g. retired 1 disabled include prior occupation) 

23. What is the annual Household Income 

O < $20,000 

$20,000 to $40,000 

$40,000 to $60,000 

17 >$60,000 

24. What are your present religious beliefs? 

O Protestant (Denomination: ) 

O Catholic 

Cl Jewish 

0 None 

O Other 



EXPERIENCE QUESTIONS 

C m  you describe to me what it is like to live on tube feeds? 

2. Why do you need home tube feeds? (include disease/medical background re: 

reason for tube feeds) 

3. What were your thoughts when they fkst told you that you would need to go 

home on tube feeds? 



4. Have those thoughts changed now that you are living the expenence? 

5 .  C m  you descnbe for me a typical day and how you incorporate your feedings 

into you daily routine? 

feeds ) 

What do you usually do while you're feeding? ( probe re: mobility with tube 



How has home tube feeds affected your family life? 

How has home tube feeds affected your working iifè? (if retired: your activity) 

How has home tube feeds affected your social life? 



10. Do you consume food as well as the tube feeds? 

I f  YES, do you consume regular meals? 

O Yes 

If YES, do you enjoy eating? 

I f  NO, what is it like to never eat food? (probe re: cravings, compensated 

activities) 

1 1. Do you ever feel hungry? 



12. What are the positive aspects of tube feeding yourself? 

What are the negative aspects of feeding yourselP 

14. Has tube feeding changed the way you think of yourself! 



15. Has tube feeding changed the way you think of your body? 

16. 1 redire that quality of life is difficult to define, but in your own words how 

would you descnbe your qua@ of life currentiy? (If  the answer is poor, good, etc. 

ask WHY?) 

17. Did home tube feeds change your quality of life? 



18. At the beguuiing of the interview you completed a writîen questionnaire. Did 

the written questionnaire represent how you feel about your quality of life? Did the 

questions represent how you feel about your health? How did the wntten 

questionnaire compare to the verbal questions with regards to capturing how you felt 

about your qudity of life? and How you felt about your health? 



APPENDIX C 

INTERVIEW GUIDE FOR WRITTEN RESPONDENTS 

1. Date of interview: 

Start time 

2. Physical Sett ing : 

ID# 

Mont h/Day Year 

End tirne Length h o u n  minutes 

O Respondent's Home 

U MHNP Clinic Room 

O Other 

Very ofien health professionds will recommend that individuals receive daily 

tube feeds for home but no one ever asks those individuals what it is like to live on 

artificial nutrition support? What is it like to receive most of your food in the form of 

a liquid that you put down a tube? The purpose of this research project is to ask 

questions regarding these issues and find out what you think and feel about this way of 

Iife. 

There are three sections to this interview. First, please complete the short 

health sunrey which will take approxhately 10 minutes. It is very important that this 

survey is completed first and not changed after you complete the rest of the 

questionnaire. M e r  the suwey, please complete the background infornation section. 

It will be easier to understand how the tube feeds have affected or changed your life if 

1 know a little bit about your background. In the last section, are questions regarding 

your experiences with tube feeds. What is it like to live on tube feeds? Can you 

describe a typical day with tube feeds? How has tube feeds afkcted your f d y ,  work 

and social Me? 



INSTRUCTIONS: This survey asks for your Mews about your health. This 
information will help keep track of how you feel and how well you are able to do your 
usual activities. 

Answer every question by marking the answer as indicated. if you are unsure about 
how to answer a question, please give the bea answer you can. 

1. In generd, would you say your health is: 

(circle one) 

...................................................................... Excellent - 1  

.................................................................. Very good.. .2 

Good.. .......................................................................... .3 

............................................................................ Fair.. -4 

........................................................................... Poor.. .5 

2. Comoared to one vear aao, how would you rate your heaith in general now? 

(circle one) 

Much better now than one year ago.. ............................. .1  

........................ Somewhat better now than one year ago -2 

About the same as one year ago ................... .. ............. ....3 

....................... Somewhat worse now than one year ago.. 4 

................................ Much worse now than one year ago 5 

Copyright Q 1994 Medical Outcornes Trust 
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3.  The following items are about activities you rnight do during a typical day. 
Does your health now limit vou in these activities? If so, how much? 

(circle one number on each line) 

4. During the past 4 weeks, have you had any of the following problems *th 
your work or other regular daily activities as a resuit of vour phvsical health? 

No, Not 
Limited 
At Al1 

3 

3 

3 
3 
3 
3 
3 
3 
3 
3 

heavy objects, participating in strenuous sports 
b) Moderate activities, such as moving a table, 

pushing a vacuum cleaner, bowling, or playing 
golf 

c) Lifting or carrying groceries 
d) Climbing several flights of stairs 
e) Climbing one flight of stairs 
f )  Bending kneeling, or stooping 
g) Waiking more than a kilometre 
h) Walkng severai blocks 
i) Walking one block 
j) Bathing or dressing yourself 

Yes, 
Limited 
A Litde 

2 

ACTIVITIES 

a) Vigorous activities, such as running, lifting 

(circle one number on each line) 

1 activities (for example, it took extra effort) 1 1 1 

y-9 

Limited 
A Lot 

1 

1 

1 
1 
1 
1 
1 
I 
1 
1 
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2 

2 
2 
2 
2 
2 
2 
2 
2 

NO 
2 a) Cut down on the amount of time you spent on work 

2 
2 
2 

or other activities 
b) Accomplisbed less than you would like 
C) Were Limited in the kind of work or other activities 
d) Had dificulty p e r f o h g  the work or other 

YES 
1 

1 
1 
1 



5 .  During the past 4 weeks, have you had any of the following problems with 
your work or other regular daily activities, as a result of aw emotional ~roblems (such 
as feeling depressed or anxious)? 

kircle one number on each line) 

6. During the past 4 weeks, to what extent has your physical health or emotional 
problems interfered with your normal social activities with family, friends, neighbors, 
or groups? 

a) Cut d o m  the amount of  time you spent on work or 
other activities 

b) Accomplished less than you wodd iike 
c) Didn't do work or other activities as carefuiiy as usual 

(circle one) 

............................................................... Not at aiI 1 

1 

1 
1 

....................................................................... Slightly.. .2 

2 

2 
2 

Moderately.. ................................................................. 3 

................................................................... Quite a lot. -4  

Extremely .....................................................................- 5 

7. How much bodi l~ pain have you had during the past 4 weeks? 

(circle one) 

.......................................................................... None.. 1 

................................................ .............. Very mild.. .. -2 

.......................................................................... Mild.. -3 

.................................................................. Moderate.. -4 

........................................................................ Severe.. 5 

............................................................... Veq severe.. -6 

Copyright G 1994 Medical Outcornes Trust 
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8. During the past 4 weeks, how much did j& interfere with your normal work 
(including both work outside the home and housework)? 

(circle one) 

.................................................................... Not at al1 1 

................................................................. A little bit ..2 

Moderately ................................................................ .3 

............................................................... Quite a bit.. -4 

.................................. Earemely 

9. These questions are about liow you feel and how things have been with you 
durine. the oast 4 weeks. For each question, please give the one ariswer that cornes 
closes to the way you have been feeling. How rnuch of the time during the pas  4 
weeks. 

(circle one number on each line) 

Copyright O 1994 Medicai Outcornes Trust 
AU rights reserved 
(SF-36 Standard English (Canada) Version 1.0 - 7/94) 

Noue 
of the 
Time 

6 
6 

6 

6 

6 

6 

6 
6 

6 

A 
Littie 
ofthe 
Time 

5 
5 

5 

5 

5 

5 

5 
5 

5 

a) Did you feel full of pep? 
b) Have you been a very 

nervous person? 
C) Have you felt so down in 

the dumps that nothing 
could cheer you up? 

d) Have you fwl d m  and 
peacefid? 

e) Did you have a lot of 
energy? 

f) Have you felt 
downhearted and blue? 

g) Did you feel wom out? 
h) Have you been a happy 

person? 
i) Did you feel tired? 

Al1 of 
the 

Time 

1 
1 

1 

I 

1 

1 

1 
1 

1 

Some 
of the 
Time 

4 
4 

4 

4 

4 

4 

4 
4 

4 

Most 
of the 
Time 

2 
2 

2 

2 

2 

2 

2 
2 

2 

A Cood 
Bit of 
the 

Time 
3 
3 

3 

3 

3 

3 

3 
3 

3 



10. During the past 4 weeks, how much of the time has your physical health or 
emotional oroblems interfered with your sociai activities ( N e  visiting with fnends, 
relatives, etc. )? 

(circle one) 

........................................................... Al1 of the time.. - 1  

7 ......................................................... Most of the time. -- 
....................................................... Some of the time.. -3  

....................................................... A little of the tirne .4 

............................. .................... None of the time .. S 

How TRUE or FALSE is each of the following statements for you? 

(circle one number on each line) 

1 
1 Definitely 1 Mostly ( Don't 1 Mostly 1 Definitely 

little easier than 1 1 1 1 1 

True True 
, a) 1 seem to get sick a 1 2 3 4 5 

Copyright 1993 Medical Outcornes Trust 
AU rights reserved. 
(SF-36 Standard English (Canada) Version 1 .O - 7/94) 

Tme 

5 

5 

other people 
b) 1 am as hedthy as 

anybody I know 
c)  I expect my health to 

5 
get worse 

d) My healthis 
excelf ent 

Know 

1 

1 

Fake 

1 

2 

2 

2 

3 

3 

4 

4 

3 4 



BACKGROUND INFORMATION 

Sex: O Male O Female 

What is your age? years 

How long have you received tube feeds? years months 

How oflen do you feed yourself with the tube? times per day 

How long does it take per feed? hours minutes 

Do you require assistance with the feedings? O Yes O No 

How long have you been followed by the Manitoba Home Nutrition Program? 

years months weeks 

What tube feed product do you use? 

What volume do you administer per feed? 

How has your weight been in the past 3 months? 

O gained weight how many pounds? 

lost weight how rnany pounds? 

What is your unial weight? 

How ta11 are you? 

Where do you live? 

neighborhood 

city 

dwelling 

How long have you lived here? 



15. Have you rnoved since you started on tube feeds? O Yes O No 

a) If YES, where did you Live before? 

neighborhood 

city 

dwelling 

b) If YES, why did you move? 

16. What is your marital status? 

Single O Married 

Widowed Cl Cornmon Law 

17. Do you have any children? O Yes O No 

Number of children Ages 

Number of children living with you? 

18. Who else lives in your household? (speciSr number of each) 

O spouse/partner 

O mother / mother-in-law 

a father / father-in-iaw 

O other 



19. Do any of your relatives live here in Winnipeg? U Yes No 

Have you seen or talked to any of your relatives in the past month? O Yes 

O No 

20. How much formal education do you have? 

0 Less than grade 7 

O Junior Kigh School (grade 7-9) 

Partial High School (grade 10 or 1 1 ) 

O High School Graduate 

0 Partial college or university 

17 College or university graduate 

III Postgraduate studies 

17 Graduate degree 

2 1. Are you currently: 

O working full time Cl retired 

0 working part time Cl hornemaker 

0 unemployed O student 

U on lave due to illness 



22. What is your present occupation? (work place including home, type of work, if 

no longer working e.g. retired 1 disabled include prier occupation) 

23. What is the annual Household Incorne 

O < $20,000 

O $20,000 to $40,000 

O $40,000 to $60,000 

>$60,000 

24. What are your presem religious beliefs? 

O Protestant (Denomination: ) 

0 Catholic 

Cl Jewish 

C] None 

Cl Other 



EXPERENCE QUESTIONS 

In this section try to provide as much detail as you can with regards to your thoughts, 

feelings, and experiences. For better understanding please provide examples of actual 

situations that explain what you are trying to Say. Lfyou require more space piease 

feel free to write on the back of  the pages or on additional paper but please number the 

questions. 

1. Can you describe to me what it is like to live on tube feeds? 



2. Why do you need home tube feeds? (Remember I am not affiliated with the 

Manitoba Home Nutrition Program so  please include any medical background 

regarding the reason for tube feeds. Also include any experiences related to your 

medical background and the beginning of tube feeds. ) 



3. What were your thoughts when they first told you that you would need to go 

home on tube feeds? 

4. Have those thoughts changed now that you are living the experience? 



5. Can you describe for me a typical day and how you incorporate your feedings 

into your daily routine? (Include timings of feedings, common activities that you 

might do during the day and evening. ) 

What do you usually do while you're feeding? 



How has home tube feeds af5ected your family life? 

How has home tube feeds affected your working Me? (if retired: your activity) 



9. How has home tube feeds afFected your social Me? (Inchde times when you 

have fed yourself outside of the home if this has happened.) 



10. Do you consume food as well as the tube feeds? 

If YES, do you consume regular meals? 

O Yes 

If YES, do you enjoy eating? Why? 

If NO, what is it iike to never eat food? (Include whether you have cravuigs. 

activities that you may do instead of eating.) 



1 1. Do you ever feel hungry? 

12. What are the positive aspects of tube feeding yourselP 



13. What are the negative aspects of feeding yourself? 



ID# 

14. Has tube feeding changed the way you think of yourselP 

Has tube feeding changed the way you think of your body? 



16. 1 realize that quality of life is difficult to define, but in your own words how 

would you descnbe your quality of life currently? (If  poor, fair, good, very good - 

MY?) 

17. Did home tube feeds change your quality of life? 



18. At the beginning of the i n t e ~ e w  you completed a health survey. Did the health 

survey represent how you feel about your quality of life? Did the questions represent 

how you feel about your health? How did the heaith survey compare to these 

questions with regards to capturing how you felt about your quality of life? and How 

you felt about your health? 



APPENDIX D 

MANITOBA HOME NUTRITION PROGRAM ANNUAL 
REPORT* 

Primary Disease for the Period 01/04/95 to 3 1-03-96 
Enteral Patients 

Primary Disease 
ENTERAL 

ALS 
Bartter's Syndrome 
Broncho Pulmonary Dysplasia 
Cancer 
Chronic Denervation Disease 
Chronic Pancreatitis 
Congenital Heart Disease 
Crohn's 
CVA 
Diabet es 
Encephalopat hy 
Head Injury 
Hypoxic Injury 
Intestinal Lymphangectasia 
Lemox-Gestault Seinire 
Miller Kie ker Syndrome 
Motility Disorders 
Motor & Development 
Muscular Scferosis 
Neurological Disorders 
Parkinson's Disease 
Pierre Robin Syndrome 
Tnsomy 1 8, Spinabifida 
Vater Syndrome 

# patients 
88 
2 
1 
1 

27 
1 
1 
1 
3 
7 
1 
2 
1 
1 
1 
1 
1 
4 
1 
1 

24 
1 
2 
1 
2 

PATIENT STATISTICS 
For the period 01/04/95 to 31/03/06 

Enteral Patients 

Ses Age Location 
Fernale Male ~ 2 0  t e 3 9  40-59 60+ Urban Rural 

38 50 42 4 13 29 49 39 

* Reproduced with permission from the Manitoba Home Nutrition Program. 
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APPENDIX G 

QUAL!TY OF LlFE OF PERSONS RECElVlNG LONG TERM 

TUBE FEEDS AT HOME 

Very ofien health professionals will recommend that individuals receive daily 

tube feeds for home but no one ever asks those individuals what it is like to live on 

artificial nutrition support? What is it like to receive most of your food in the form of 

a liquid that you put down a tube? Very linle is known regarding 'What it is like to 

iive on home tube feeds?" 

The purpose of this research project is to find out what life is Iike for people 

who are receiving tube feeds at home from the individual's perspective. This will 

be achieved by talking to people, like yourself, who receive home tube feeds. 

You have been asked to participate since you are followed by the Manitoba 

Home Nutrition Program, you are over the age of eighteen and are currently receiving 

home tube feeds. The Manitoba Home Nutrition Program was approached since they 

are the only program within the province that has a registly of people receiving home 

tube feeds. 

You will be asked to participate in an interview which could take place at 

your home, at the Manitoba Home Nutrition Clinic or any setting that you fuid 

cornfortable. The i n t e ~ e w  will be approxirnately one and a half to two hours in 

length. There are three sections to the interview. The first section is a short written 

health s w e y  that you will complete. This will take appmxhately ten minutes. The 

next two sections requin no writing. In the second section the researcher will ask you 

questions about your age, marital status, education, family, occupation, type and 



amount of tube feeds, and number of feedings per day. In the last section the 

researcher will ask you questions regarding your experiences with tube feeds. 

Questions such as 'What is it iike to live on tube feeds? How has tube feeds affected 

your Family, work, and social life?" 

With your permission the last two sections of the interview will be tape- 

recorded. The information revealed in the i n t e ~ e w  will be confidential. The 

records of your inteniew will be number coded and your name will be erased. 

Therefore no one will be able to identiQ your record except for the researcher. You 

will not be identified in any report by name, occupation or by any identifiable features. 

Results will be reported in a graduate paper as group results. The Manitoba Home 

Nutrition Program will not have access to any individual results. Your participation in 

this research project will not affect the care you already receive from the Manitoba 

Home Nutrition Program. 

The researcher is a Community Sciences Graduate Student at the University 

of Manitoba. The researcher is not afEliated with the Manitoba Home Nutrition 

Program in any way. This research is not funded or initiated by the Manitoba Home 

Nutrition Program. 

Joining the research is completely voluntary. If you do not wish to participate 

in this research project, it dl not affect the care that you receive and you may 

withdraw from the study at any tirne. 

There are no known risks or discorn fort to participating in this research 

project other than 1) taking up your time to answer questions, and 2) asking questions 

that may bring up personal problems or remind you of past dficulties. The benefits to 

you may be that this will provide a chance to teil your story of what life is like on tube 

feeds. When completed, this research wili help both individuals receiving home tube 



fkeds and health care workers to understand more about how home tube feeds has 

affected individuals' lives. 

If you have any questions, please contact Interviewer Hotson at 694-8456. 

I have been fully informed regarding the above research procedures and have had the 

purpose of this study explained to me. 1 have been provided with the opportunity to 

ask questions and these questions have been answered satisfactorily. I agree to 

participate in this research and understand that 1 may withdraw this consent and 

discontinue participation at any time without affecting my health care received fiom 

the Manitoba Home Nutrition Program. 

Date: Signature: 



May 1, 1997 

To Patients of the Manitoba Home Nutrition Program: 

Very often health professionais will recornmend that individuais receive daily 
tube feeds for home but no one ever asks those individuds what it is like to live on 
artificiai nutrition support? What is it like to receive most of your food in the form of 
a liquid that you put down a tube? Very littie is known regarding &What it is 
actually like to live on home tube feeds?" 

1 am currently conducting a research project to find out what life is like for 
people who are receiving tube feeds at home from the individual's perspective. 
This will be achieved by talking to people, like yourself, who receive home tube feeds. 

In the next couple of weeks you will be contacted by someone from the 
Manitoba Home Nutrition Program to ask ifyou would be willing to participate in this 
research project. The reason the Manitoba Home Nutrition Program will be 
contacting you is to keep your identity confidentid to the researcher until you agree to 
participate. This letter has been written by the researcher but mailed by the Manitoba 
Home Nutrition Program stafF 

The researcher is a Cornmunity Sciences Graduate Student at the University 
of Manitoba. The researcher is not affiliated with the Manitoba Home Nutrition 
Program in any way. This research is not funded or initiated by the Manitoba Horne 
Nutrition Program. 

You bave been asked to participate since you are followed by the Manitoba 
Home Nutrition P r o g r a  you are over the age of eighteen and are currently receiving 
home tube feeds. The Manitoba Home Nutrition Program was approached since they 
are the ody program w i t h  the province that has a registry of people receiving home 
tube feeds. 

You wiil be asked to participate in an interview which could take place at 
your home, at the Manitoba Home Nutrition Chic or any setting that you find 
cornfortable. The interview will be approximately one and a halfto two hours in 
length. There are three sections to the interview. The first section is a short written 
health survey that you will complete. This will take approlamately ten minutes. The 
next two sections require no writing. In the second section the researcher will ask you 
questions about your age, marital status, education, family, occupation, type and 
amount of tube feeds, and number of feedings per day . In the last section, the 
researcher will ask you questions regarding your experiences with tube feeds. 



Questions such as 'What is it like to tive on tube feeds? How has tube feeds afTected 
your family, work, and social Ise?' 

With your permission the last two sections of the interview will be tape- 
recorded. The Iliformation revealed in the interview will be confidential. The records 
of your interview wili be number coded and your name will be erased. Therefore no 
one will be able to identiQ your record except for the researcher. You will not be 
identifieci in any report by name, occupation or by any identifiable features. 

Joining the research is cornpletely voluntary. If you do not wish to participate 
in this research project, it will not affect the care that you receive and you may 
withdraw corn the study at any time. 

There are no known risks or discornfort to participating in this research 
project other than 1) taking up your tirne to answer questions, and 2) asking questions 
that may bring up personal problems or remind you of past difnculties. The benefits to 
you may be that this will provide a chance to teil your story of what life is Iike on tube 
feeds. When completed, this research will help both individuals receiving home tube 
feeds and h d t h  care workers to understand more about how home tube feeds has 
affected individuals' lives. 

If you have any questions, please contact InteMewer Hotson at 694-8456 or 
787-2343 or contact the Manitoba Home Nutrition Program. 

Sincerely, 

Brenda Hotson 
Graduate Student 
University of Manitoba 
Department of Cornmunity Health Sciences 



INFORMATION RE: GRADUATE STUDENT'S RESEARCH PROJECT 

PURPOSE: 
To determine "What Iife is like for people who are receiving tube feeds at home" fiorn 
the individuai's perspective. 

KMPORTANCE OF THIS RESEARCE: 
There is currently nothing written in the medicai literature to help health professionals 
understand "What it is like for people to Live on tube feeds at home?" This research 
provides a vehicle for people like yourselves to express your story and inform heaith 
professionals what it is iike to Live on tube feeds at home. When completed, this 
research will help both future individuals receiving home tube feeds and health care 
workers to understand more about how home tube feeds has affècted individuals' 
lives. 

METHOD: 
Interviews 

Setting: conducted either at the individuai's home, at the Manitoba Home 
Nutrition C h i c  or whatever setting the individual finds cornfortable. The 
researcher is flexible and wants the participant to feel at ease. 

Length of interview: approximately one and half to two hours 

Interview is tape recorded so the participants message is clearly and accurately 
conveyed. This is to avoid misunderstandiigs. Al1 interviews are transcribed and 
common themes of the entire group are reported. 

Nurnber of participants: approximately 10 to 19 people will be interviewed. 

INCLUSION CRITERIA: 
Registered with the Manitoba Home Nutrition Program 
Receiving home tube feeds for a minimum of 1 month 
Physically/mentdy able to participate in a one and half hour i n t e ~ e w  as judged by 
the MHNP professional staff 
Age> 18years 
Mdeor femaie 
Fluent in English 
Resides in Winnipeg or willing to be h t e ~ e w e d  in Winnipeg 
Agreeable to consent 



IF LNTERESTED LN PARTICIPATUVG: 
Name and phone nurnber wili be fonvarded to InteMewer Hotson. Interviewer will 
contact participant by phone to arrange convenient time and place for the interview. 

IF NOT INTERESTED IN PARTICIPATING: 
Joining the research is completely voluntary. If the participate does not wish to 
participate in this research project, it will not affect the care they receive . 

CONFIDENTiALITY: 
The information revealed in the interview will be confidentid. The participant will not 
be identified in any report by name, occupation or by any identifiable features. 

MORE QUESTIONS: 
Please fiel fiee to contact Interviewer Hotson at 694-8456 or 787-2343. 



APPENDIX J 
CODES 

ACCEPT ( resigned) 
ACTIVITIES 
ACTIVITIES.MISS 
AGE 
ALIVE 
AMVOYiNG (bothersome, hate) 
APPETITE 
ASSISTANCE.Pu3LIC 
ASSISTANCE.TF 
ASSISTANCE. WALK 
BI - B24 
BACKUP 
BORING (monotonous) 
BOWELS 
BURDEN (inrnate,nailed down) 
CARE. ADJUST 
C ARE. ALTERNATE 
CARE. RTGID 
CAREFUL 
CLOTHES 
COMBO 
CONFIDENCE 
CONVENENT 
COOK 
CUMBERSOME 
DECISION.NO 
DEMONSTRATE 
DEPENDENCE 
DETERMINED 
DEVELOP 
DIAGNOSIS 
DIARRHEA 
DDFICULT (hard,temble) 
DIS APPOINT 
DISFIGURE 
DISRWT 
D O W  
E 1 -E 1 8 (experience questions) 
EAT 
EAT.ENJOY 
EAT.FALSETEETH 
EAT-MISS 
EAT-NOTENJOY 
EAT.NOTMISS 
EAT.PAIN 

EAT-SOCIAL 
EAT-SWALLOW 
EMOTIONAL 
ENERGY 
ENJOY 
ERROR 
EXPENSIVE 
FAMILY 
FATHER 
FEAR 
FEED.CONTWOUS 
FEED-DAY 
FEED. INTERMITTENT 
FEED.NIGHT 
FEMALE 
FIGHT (convince) 
FLEXIBLE 
FLOOD 
F L W S  
FOOD 
FOOD-CRAVING 
FOOD.FAVOURITE 
FOOD.MISS 
FOOD.PRESENCE 
FOOD.SOLID 
FOOD.TERMINOLOGY 
FUTURE 
GOVT 
HANDICAP 
HAPPY 
HEALTH 
HEALTH.PR0 
HELPLES S (useless) 
HOME 
HOMECARE 
HOSPITAL 
HOSPITAL-OUT 
HUNGER 
IMPROVE 
INCONVENIENT 
INDEPENDENCE 
ISOLATED (separated) 
LONG TERM 
LUCK 
MALE 



APPENDIX J 
CODES 

MD.NEG 
MD-POS 
MEAL 
MEAL.PREP 
MEALTIME 
MEDICAL-CARE 
MEDICAL. CONDITION 
MEDICAL.THERAPY 
MEDS 
MENTALHEALTH 
MHNP 
MOBILE 
MOM 
MOTHER 
NEGATIVE 
NORMAL 
NUTRITION 
OUT 
PAIN 
PAST 
PERMANENT 
PHYSICAL 
POLE 
PORTABLE 
POSITIVE 
PRESSURE 
PRETEND 
PRODUCTIVE 
QOL 
QOL.FAIR 
QOLGOOD 
QOL. POOR 
QOL.TF 
QOL.TF.DECREASED 
QOL.TF.IMPROVED 
RELIEF 
RELIGION 
RESTRICT 
ROLE-ACTN 
ROLE. WORK 
ROUTINE.DAY 
ROUTINE. HOMEC ARE 
ROUTINE. VON 
SCHOOL 
SELF.INNER 

SELF-OUTER 
SELFIMAGE 
SHORT TERM 
SIMPLE 
SISTER 
SLEEP 
SLEEP.CLrDDLE 
SLEEP.DISEASE 
SLEEP. WASHROOM 
SLOWEDDOW 
SMELL 
SOCIAL 
S O C I A L F m Y  
SOCIAL.FRfENDS 
S O C I A L . R E S T A W T  
SON 
SPOUSE 
STRENGTH 
SUPPLIES 
SUPPORTGROU' 
SURVEY 
SWALLOW 
SYMBOLIC 
TASTE 
TEMPORARY 
TF. CLEANING 
TF. DIFFERENT 
TF. GRAVITY 
TEOUTSIDE 
TF.PWMP 
TF.PUMPMANUAL 
TF. SYRINGE 
TETASTE 
TFACT. 
THERAPY 
THRV 
THOUGHTS 
TIME 
TIME.#HOURS 
TIME-ADJUSTMENT 
TIME-BEGINNING 
TIME.CONSUMING 
TIME-CUTSINTO 
TW.FASTER 
TTME.RATE 



APPENDIX J 
CODES 

27 1 
=.TF UNCOMFORTABLE.DIARRHEA 
TIME.WAIT UNCOMFORTABLE-GAS 
TiRED UNCOMFORTABLE. INDIGESTION 
TRACH UNCOMFORTABLE.REGURG 
TRAVEL UNEVENTFtTL 
TUBE VACATION 
TUBE-BALLOON VENT (ventilator) 
TUBE-BLOCKAGE VERBAL 
TUBE-BUTTON WASHROOM 
TUBE-GASTROSTOMY WEIGHT 
TUBE. JEJUNOSTOMY WEIGHT. GAIN 
TUBE.LOOKS WEIGHT.LOSS 
TUBE-NG WEIGHT.STABLE 
UNCOMFORTABLE WITnDRAWN 
UNCOMFORTABLE. BLOATED WORK 
UNCOMFORTABLE.CONSTIPATI0 WORSE (could be worse) 
N WEUTTEN 
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