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Rappaport and Levine (1986) presents an approach to the prevention of
constipation and encopresis using a cost-effective develcpmental model and
approach to management. This model, although devised for pediatricians, could
be adapted for use by nurses to deliver anticipatory guidance to parents in the
prevention of encopresis. Chaney (1995), a pediatric nurse practitioner,
proposed a collaborative management protocol for children with encopresis.
This model includes input from medical clinicians (physician or nurse
practitioners), school nurses, teachers, the children and their families.

While most of the study partici_pants’ comments were aimed at physicians,
nurses can piay a larger role in the management of encopresis. This
phenomenological text provided a medium in which mothers’ voices were heard.
These voices in turn should teach nurses about the lived experiences of mothers

whose children have encopresis.

Nursing Practice

While much of the literature focussed on medical management of
encopresis, several clinicians have addressed the role of nursing (primary,
secondary, and tertiary) in the provision and management of health care for
clients (Buchanan, 1990; Chaney, 1995; Dallard, 1998; Ford, 1998; Frost, Ellett,
& Winchester, 1994; Lewis, & Muir, 1996; Papenfus, 1998; Sprague-McRae,

1990; Stadtler, 1989; Stadtler & Burke, 1998; Waszak, 1992). Several of these



writings depict nurses as working in traditional roles and primarily in hospital
settings where the major emphasis is on assessing, planning, implementing and
evaluating nursing care. It also appears that the major role centred around
implementing strategies to promote adaptive behaviours for overcoming fecal
incontinence. From the limited works written from nursing viewpoints, it is
apparent that these nurses have expanded their roles to Nurse Practitioners and
Clinical Nurse Specialists and are working in diverse settings.

Based on the literature and this study’s findings, there are specific roles
and skills which clinicians must master if they are to be active forces in
promoting the health status of parents of children with encopresis. First, nurses
must become knowledgeable about encopresis and how it impacts the family.
Second, they must become aware of the significance of support mechanisms
needed to sustain parents and their children over this long term problem. Third,
they must take the time to understand the lived experience of mothers who have
a child with encopresis (i.e., listening to their stories). Fourth, they must
recognize the need for informational support and find ways toc enable parents to
seek informational support. Finally, they must increase public awareness of this
often unspoken problem.

Study participants viewed health professionais as having limited
knowledge about encopresis and many felt their concerns for the child were not

taken seriously. Clients have a right to quality care and professionals have a
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moral and ethical obligation to be competent practitioners. Nurses can develop
expertise in conducting thorough physical and psychological assessments of
children and their families. Once assessed, an individualized plan can then be
developed in consultation with the child and family. Current study findings
support the viewpoint that ongoing assessment and re-evaluation of client and
family needs must occur throughout the course of treatment for successful
outcomes to be achieved.

Current health reform initiatives focus on shifting the context of care
provision from hospital to ambulatory_and community settings. The goal is to
increase self-care and to foster approaches to care that embody the principles of
mutual aid and community support. In the context of this study, it would appear
that the informal support system, through families, assumed the greatest role in
providing care and support to mothers. While families comprise the largest part
of this informal support, some families in the current study were unable to
provide this support as they did not know how to access available resources.
Nurses, particularly at the community level, can assist family members with these
endeavours.

Several study participants suggested that a support group for adults and
for children, would assist them in coping with encopresis. Development of
support groups is within the mandate of the nurse’s role. Support groups are

unique in that they place great value on experiential knowledge of its members
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(Gottlieb, 1987). Parents may derive comfort from the realization that they are
not alone and that others have been there too and leawrned to cope (Stewart,
1995).

Thus, social support is considered a resource ir assisting families to cope
with chronic illnesses and this was quite evident from the study participants’
narratives. The informal support derived from families and friends far outshone
the support expected and rendered from formal caregi-vers. In fact, some
professionals failed to provide the essential support which was so avidly sought.
Professionals, as advocates for the ill, need to be remi nded of the significance of
the losses people experience through dis-empowerme:nt. Once families are
enabled to cope with a condition like encopresis, providing them with direction,
support and follow-up should assist them to feel in control of the situation and
enhance self-esteem.

Displays of inappropriate communication skills were depicted and study
participants felt unsupported in their endeavours to cormply with management
interventions. Clinicians must become aware of the significant role that social
support, from a caring and understanding practitioner, ¥osters in health
promotion. Study participants expressed the need for heealth care providers to
impart information, encouragement and hope into the long and arduous
treatment plan. This is especially so because of the high relapse rate. In the

current study, when participants were cared for by efficiient, caring and
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supportive health care providers, positive results were gleaned (felt happier and
more in control of the situation).

Public awareness is needed to inform parents about the common
childhood problem of encopresis. Initially, all study participants felt that their
chiidren’s soiling problems were isolated cases and efforts were made to prevent
others from noticing the child’'s problem. Consequently, many children do not
come forward for treatment until the problem is well established. The secrecy
also places extra stress on the child and family because of the isolation it
engenders. Several mothers indicated that there is a need for accessible,
relevant, information on encopresis. This information could be made available
to physicians’ offices, weliness clinics, and other areas where parents frequent.

Participants in this current study reported that bowel elimination problems
were detected as early as infancy and around the toilet training period. Because
encopresis is an emotionally painful experience for children over which they have
little control, nurses can take a proactive approach and provide anticipatory
guidance and education to parents during well child-health checks. By taking
time to discuss the importance of proper diet and elimination and the effect of
emotional situations on children, the nurse can assist the family in promoting
healthy elimination patterns.

It is reasonable to speculate that if the popuiation of children at-risk for

encopresis were given appropriate attention and resources, bowel problems in
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children could be identified earlier and appropriate interventions initiated.
Loveys (1990) indicate that those resources include social support, financial
resources, access to information and availabie health promotion facilities.
Because parents may not be familiar with encopresis and may not identify it as a
health care issue, nurses should inquire about toileting behaviours during well-
child checks. Nurses need to pay close attention to stool patterns, toileting
behaviours, developmental progress and family psychosocial wellness as a
normal part of well child care. Rappaport and Levine (1986) suggest that bowel
problems could be decreased by instituting a long-term plan of diet counselling,
education to crucial developmental transitions, and specific therapy to treat
primary causes of minor or transient bowel problems when they arise and seem
significant. As well, nurses need to become more comfortable and adept in
using risk assessment tools to aid in health promotion activities. Finally, nurses
can play an important role in coordinating and referring to appropriate disciplines

with a view to providing comprehensive family care.

Nursing Research

From the findings of this investigation, a number of suggestions can be
made for future research in the area of encopresis management. Additional
qualitative research into mothers’ lived experience with encopresis, using

participants from other cultural and socio-economic groups, are needed to



determine if the type of care and support as identified in this study would be
important to them as caregivers. Although the women in the study were able to
speculate on the impact that encopresis had on them, the true experience of
fathers, siblings, and families was not explored. Research exploring fathers’ and
siblings’ perspectives would alsé be valuable. In particular, gaining the
perspective of the child living with this disorder, at various developmental stages,
would contribute greatly to our understanding of this disorder.

Additional qualitative and quantitative research is necessary to provide
useful information to help design appropriate and comprehensive health
promotion initiatives. - Little nursing research exists on encopresis in children.
The majority of studies were conducted in the field of medicine and psychology
with a focus on medical and behavioural management. One wonders if these
methods alone are sufficient to treat and correct this complex elimination
problem. The nursing literature stresses the impact of parental attitudes and the
family’s understanding of the goals of treatment (Waszak, 1992). Many
questions about the types of patient education programs and counselling
strategies that are the most beneficial to both child and family are yet to be
identified (Waszak).

More research needs to be conducted on prevention of encopresis as
current research into the prevention of bowel problems is insufficient to give clear

direction in this area (Rappaport & Levine, 1986). These authors note that
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because considerable investment in time and energy, and financial resources go
into treating these bowel problems in childhood and later into adulthood, further
research is warranted. Sprague-McRae (1993) acknowledges that continued
research to identify risk factors for encopresis and more effective treatment
modalities is needed.

Finally, future research could endeavour to investigate the concept of
social support and its impact on the family when a child has encopresis. That is,
future studies into social support could examine the importance of support in
reinforcing adaptive responses for coping with the long term management of
encopresis. Does the presence of supports decrease the incidence of relapses?
Ultimately, research findings that help to improve and refine existing treatment

approaches, making them more effective for children with encopresis is needed.

Study Summary

This phenomenological study on how mothers experienced living with a
child with encopresis used van Manan's method (1990,1997). Two unstructured
interviews were held with all participants and two of the women were interviewed
a third time to validate data. From the interview scripts four themes were
identified: dealing with uncertainty, becoming frustrated with care giving,
struggling to endure, and taking control.

From the themes, the essence of the lived world of mothers with a child
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with encopresis was identified as rising to the challenge. A discussion of the
findings in light of previous literature was presented. Implications for nursing
practice, education, and research were presented as well as limitations of the

study.
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WESTERN MEMORIAL HOSPITAL CORPORATION

OPERATING
WESTERN MEMORIAL REGIONAL
HOSPITAL
J.L O'CONNELL CENTRE
BONNE BAY HOSPITAL
CALDER HEALTH CARE CENTRE
WHITE BAY CLINICS

May 27, 1998

RR R ¢

Sheila Parsons B.N., R.N.
112 Windsor Street
Corner Brook, NF.

A2H 6S4

VDear Ms. Parsons:

—~

P.0. BOX 2005
CORNER BROOK
NEWFOUNDLAND

A2H &J7

TEL : (709) 637-5000
FAX: (709) 634-2649

This letter is confirmation that I will be pleased to assist you in your research study on children with
a diagnosis of encopresis and their families provided the parents are interested in participating.




JARMILA CHRAPPA, MD FRCPC
Clinical Assistant Professor of Pediatrics MUN

SUITE 326, MILLBROOK MALL
CORNER BROOK, NEWFOUNDLAND A2H 4BS

TELEPHONE (709) 634-7741

April 18, 1998

To Whom It May Concern:

RE: PHENOMENOLOGICAL STUDY
HOW MOTHER'S EXPERIENCE LIVING WITH A CHILD WHO HAS

ENCOPRESIS

I feel that the proposal for the above study is well prepared
regasonable, and likely to allow us to gather very valuable
information.

Encopresis is a common pediatric problem. It affects whole
family, not just the child. It may be so difficult to manage

that hospital admission is necessary. Frustration from the
mother's side is very often present.

I will be happy to assist Ms. Parsons with this study.

Yours sincerely,

(3 L ) J 5'&15-:/._’ 'L‘_AZ‘-’;‘\__ —_

t 7/-_\/
Dr. .R. Chrappa, MD., F.R.C.P.C.
Pediatrician

JRC:ps

Dictated & Typed: April 18, 1998
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FACULTY OF MEDICINE - MEMORIAL UNIVERSITY OF NEWFOUNDLAND AND

HEALTH CARE CORPORATION OF ST. JOHN'S

Consent To Participate In Health Care Research

TITLE: How Mothers Experience Living with a Child with
Encopresis: A Phenomenological Study

PROTOCOL TITLE: N/A

INVESTIGATOR(S): Sheila Parsons

SPONSOR: N/A |

You have been asked to participate in a research study. Participation in this
study is entirely voluntary. You may dec:de not to participate or may withdraw
from the study at any time.

Information obtained from you or about you during this study, which could
identify you, will be kept confidential by the investigator(s). The investigator will
be available during the study at all times should you have any problems or
questions about the study.

Purpose of study:

The purpose of this study is to develop a greater understanding of what it
means for a mother to live with a child who has encopresis, that is,
involuntary bowel movements or soiling on a regular basis after four years
of age. A related purpose is to increase nurses and other health care
providers understanding of how encopresis impacts the family unit. The
information derived from this study may help health care providers identify
and implement more appropriate care to address the needs of mothers of
children with encopresis.

Description of procedures and tests:

You are being asked to participate in two interviews which will be
conducted at a place and time that is convenient for you. Interviews will
be audiotaped (with your permission). The tapes will be transcribed word
for word, and will be used to help the interviewer remember the details of
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the conversation and construct summaries for you to reflect upon at a
later date. During the second interview, you will be asked to read a
summary of the initial interview and confirm whether or not it accurately
reflects your experiences. You will also be given an opportunity to provide
any additional information at this time. All identifying data will be
destroyed following completion of the study.

Duration of participant’s involvement:

The first interview will take approximately 60 to 90 minutes to complete.
The second interview will be scheduled within two months and will last
about 30 minutes.

Possible risks, discomforts, or inconveniences:

There are no expected risks from participating in this study. You may
refuse to answer any questions that make you feel uncomfortable, and
terminate the interview at any time. All information that you provide will be
kept strictly confidential, secured in a locked file, and accessibie only to
the principal investigator. If you become emotionally upset during the
interview, support will be offered and the investigator may refer you back
to your pediatrician for additional counselling.

Benefits which the participant may receive:

You will not benefit directly from participating in this study. However, the
information that you provide may heip nurses and physicians to develop a
better understanding of the needs of mothers who have a child with
encopresis.

Alternative procedures or treatment for those not entering the study:

N/A.
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Liability statement:

Your signature indicates your consent and that you have understood the
information regarding the research study. In no way does this waive your
legal rights nor release the investigators or involved agencies from their
legal and professional responsibilities.

Any other relevant information:

Findings of this study will be available to you and health care
professionals upon request. Findings may be published, but you will not
be identified. The investigator will be available throughout the study to
address any questions or concerns.
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Signature Page

Title of Project: How Mothers Experience Living with a Child with Encopresis: A
Phenomenological Study

Name of Principal Investigator: Sheila Parsons

To be signed by participant

I , the undersigned, agree to my participation
or to the
participation of (my child, ward, relative) in the research

study described above.
Any questions have been answered and | understand what is involved in the study. I realise
that participation is voluntary and that there is no guarantee that I will benefit from my

involvement.

I acknowledge that a copy of this form has been given to me.

(Signature of Participant) (Date)

(Signature of Witness) (Date)

To be signed by investigator

To the best of my ability I have fully explained the nature of this research study. I have
invited questions and provided answers. I believe that the participant fully understands the
implications and voluntary nature of the study.

(Signature of Investigator) (Date)

Phone Number

Consent for audiotaping during interviews
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Interview Schedule

Thank you for agreeing to participate in this study. | understand that you
have a child with encopresis. | am interested in knowing what it has been like
for you living with a child with this condition. You can share any thoughts,
feelings, and ideas about experiences that you feel comfortable talking about.
Feel free to talk about whatever comes to mind.

Examples of probes/questions to guide the interview

1. When did you realize that there was a problem with your child’s bowel
habits? What were your feelings at the time?

2. What do you find most aggravating about the situation? What are some of
your biggest concerns/worries?

3. How has your child’'s condition affected you and your family (i.e., husband,
other children)? How has it affected your relationships with others (e.g.,
friends, extended family, etc)?

4. Could you reflect upon a recent mishap (i.e., soiling accident) and
describe your feelings and actions at the time? (Probes: Do you see any
changes in how you deal with things now as opposed to before your chiid
was diagnosed with encopresis?)

5. What do you find most helpful in coping with your child’s condition?
(Probes: Could you reflect upon experiences with your child and talk
about things/events that left you feeling good? Can you recall a significant
event that helped you cope better with the situation?)

6. Could you identify what is least helpful in coping with your child’'s
condition?

7. How would you describe your encounters with health care providers
concerning your child’s condition? What would make the care better?
Can you think of any particular experiences that you found really
supportive/helpful?

8. Are there any other comments or thoughts that you would like to share
with me about your experiences with your child?
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¥ University of Newfoundland

Office of Research and Graduate Studies (Medicine)
Faculty of Medicine
The Health Sciences Centre

1998 07 20
TO: Ms. Sheila Parsons

FROM: Dr. Verna M. Skanes, Assistant Dean
Research & Graduate Studies (Medicine)

SUBJECT: Application to the Human Investipation Committee - #98.113
i

The Human Investigation Committee of the Faculty of Medicine has reviewed your
proposal for the study entitled “How Mothers Experience Living with a Child with
Encopresis: A Phenomenological Study”.

Full approval has been granted for one year, from point of view of ethics as defined in the
terms of reference of this Faculty Committee.

For a hospital-based study, it is your responsibility to seek necessary approval from
the Health Care Corporation of St. John’s.

Notwithstanding the approval of the HIC, the primary responsibility for the ethical
conduct of the investigation remains with you.

Mzma M. Skanes,
Assistant Dean
cc:  Dr. KM.W. Keough, Vice-President (Research)
Dr. R. Williams, Vice-President, Medical Services, HCC

SUPPORT

]

s
OPPORTUNITY
FuND

St. John's, NF, Canada A1B 3V6 ®Tel.: (709) 737-6762 ®@Fax: {709 737-5033 wemail: rgs@morgan.ucs.mun.ca

















