
EXPLORATION OF CHILDREN'S HOSPITAL-BASED LIBRARY RESOURCES 

FOR FAMILIES IN MEDICAL CRISIS: A QUALITATIVE APPROACH 

A DISSERTATION 

SUBMITTED IN PARTIAL FULFILLMENT OF THE REQUIREMENTS FOR THE 

DEGREE OF DOCTOR OF PHILOSOPHY 

IN THE GRADUATE SCHOOL OF THE 

TEXAS WOMAN'S UNIVERSITY 

COLLEGE OF PROFESSIONAL EDUCATION 

BY 

WHITNEY MCNAY JOHANNESSEN, B.A., M.S.N. 

~ftL\s WOMAN'S UNIVERSITY LIBRARY 
--

DENTON, TEXAS 

DECEMBER 2008 



TEXAS WOMAN'S UNIVERSITY 
DENTON, TEXAS 

To the Dean of the Graduate School: 

October 23, 2008 

I am submitting herewith a dissertation written by Whitney McNay Johannessen entitled 
"Exploration of Children's Hospital-Based Library Resources for Families in Medical 
Crisis: A Qualitative Approach." I have examined this dissertation for form and content 
and recommend that it be accepted in partial fulfillment of the requirements for the 
degree of Doctor of Philosophy with a major in Child Development. 

k!_Cl,t.J;//A../K~, Ph.D., Major Professor· 

We have read this dissertation and recommend its acceptance: 

:s;iJC; Y&-~ < Pt. D. 
J 

Dean of the Graduate School 



Copyright© Whitney McNay Johannessen, 2009 
All rights reserved. 

111 



ACKNOWLEDGMENTS 

"When I stand before God at the end of my life I would hope that I would have not a 
single bit of talent left and could say, 'I used everything You gave me."' 

ErmaBombeck 

The successful completion of a doctoral degree marks the achievement of a 

lifelong dream. I would like to thank the people who have supported me throughout the 

process. I would like to first thank Dr. Karen Petty, who graciously agreed to serve as my 

Chair the semester before comprehensive exams. Her guidance and unconditional support 

have made her an invaluable resource to the journey and my biggest cheerleader. I would 

like to also thank my committee members, Dr. Sharla Snider and Dr. Glen Jennings, who 

both also served as faculty members to me. Their dedication to their profession is 

unparalleled. I would also like to thank Dr. Mary Bold, Dr. Linda Ladd, and Dr. Linda 

Brock for challenging me in my courses to be a better student and person. 

I would like to thank my friends and coworkers for accepting and supporting my 

commitment to this process. Thank you to Kate Morgan, who has been there through high 

school, college, grad school in Nashville, and married life in DFW. Her belief in me and 

her constant friendship have been instrumental to this journey and to the woman I am 

today. A special thanks to Terri Pearcy, Andrea Keane, Karen Keller, Dr. Dyson, and Dr. 

Darrow for coming together to help me with the hospital's IRB process. 

Above all, I would like to thank my family. I thank God every day that you are 

mine. Thanks, JW, for being the best possible brother and friend. Thanks to my husband, 

iv 



Jeff, for knowing at 17 years old that I would someday be "Dr. Johannessen." His 

unconditional love and encouragement throughout the years has made this journey 

possible and enjoyable. And, most of all, thank you to the best parents I could ever ask 

for, Bob and Amy McNay. Your own personal commitment to education and growth 

throughout the years inspired me to continually be a better person. You have loved me 

and supported me in every decision I've ever made. And, for that, I cannot thank you 

enough. 

V 



DEDICATION 

To my amazing parents, who raised me to be an independent woman capable of 
balancing a successful career, education, marriage, and family. 

Vl 



ABSTRACT 

WHITNEY McNA Y JOHANNESSEN 

EXPLORATION OF CHILDREN'S HOSPITAL-BASED LIBRARY RESOURCES 
FOR FAMILIES IN MEDICAL CRISIS: A QUALITATIVE APPROACH 

DECEMBER 2008 

The purpose of this phenomenological study was to explore children's hospital

based library resources for families in medical crisis. Three research questions guided 

this qualitative study. These three questions were (a) What types of resources and 

services are offered at a variety of children's hospital-based libraries for families in 

medical crisis? (b) What types of experiences do participants have when working with 

patients and families in medical crisis? ( c) What are the perceived information needs of 

families in medical crisis? 

The study was conducted using an informal, conversational interview approach 

with medical librarians, a medical librarian assistant, child life specialists, social workers 

and therapists at three free-standing children's hospitals in North Texas. Ten of the 

interviews were conducted on-site in the children's hospital-based libraries and the 

eleventh interview was completed off campus as required by that institution. 

Transcriptions of the audiotaped interviews and field notes were coded for themes. 

Data coding and analysis yielded two main themes and five subthemes. The first 

main theme was the dichotomy of the library's function. The corresponding subthemes 

were (a) a resource for health information and (b) a connection to the outside world. The 
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second main theme was barriers to obtaining health information. The corresponding 

subthemes were (a) inconsistent hospital and community marketing, (b) lack of visibility, 

and ( c) lack of 24/7 staff coverage in the library. 

Recommendations that resulted from this study were: (a) explore children's 

hospital-based library resources for families in medical crisis at hospitals across the 

United States, (b) explore children's hospital-based library resources for families in 

medical crisis internationally, ( c) explore parental perception of resources needed during 

medical crisis, (d) explore patient and parental utilization of the children's hospital-based 

library resources during and after medical crisis, ( e) explore post-crisis adaptive 

outcomes of families that utilized hospital-based resources during medical crisis, (t) 

initiate a proactive effort among professionals to market and publicize the children's 

hospital-based library, (g) increase visibility of the children's hospital-based library staff 

to compensate for lack of physical visibility of the space, and (h) implement innovative 

staffing models to accommodate families in medical crisis 24/7. 
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CHAPTER I 

INTRODUCTION 

In children's hospitals, many resources exist to facilitate the care of an ill child. 

Physicians, surgeons, nurse practitioners, nurses, lab technicians, case managers, child 

life specialists, chaplains, and many more work together as a team within the medical 

environment for the benefit of the child. Medical sub-specialists are able to expertly treat 

an array of specific medical diagnoses. But, in many instances, parents and siblings of an 

ill child desire to seek their own information on their own terms from reputable sources, 

and a children's hospital-based library can potentially become one of the most valuable 

resources to families in medical crisis. In fact, according to the Joint Commission on 

Accreditation of Healthcare Organizations ( 1996), 

To cope effectively with illness, understand and participate in decisions about 

treatment plans, and maintain and improve health after treatment, patients and 

their families must have access to the specific knowledge and skills relevant to 

their conditions. Through patient education, a health care organization can reduce 

patients' stress and anxiety, increase the likelihood of adherence to therapeutic 

care plans, promote healthy lifestyles, and speed patients' return to independence. 

(pp. 9-10) 

According to the Centers for Disease Control and Prevention (2007), chronic 

diseases account for 7 in IO deaths and afflict more than 90 million Americans, many of 

I 



whom are children (Chronic Diseases section, para. I). Several chronic and terminal 

diseases affect children today including type I diabetes, obesity and type 2 diabetes, 

asthma, cystic fibrosis, juvenile arthritis, cancer, blood disorders ( such as sickle cell 

anemia, hemophilia, or leukemia), or renal failure requiring dialysis and/or transplant. 

Children may also suffer from seizure disorders, cerebral palsy, autism, an array of 

genetic syndromes (such as Down syndrome, Di George syndrome, Pierre Robin, etc), 

and many other potential medical diagnoses. Several of these diagnoses require a 

significant change in the daily activities of the diagnosed children and their families. For 

example, a child with type 1 diabetes will require insulin injections for the rest of his or 

her life; and a child with type 2 diabetes will have to adhere to a diet and exercise 

regimen as well as take oral medications. A child with renal failure will require lengthy 

dialysis several times a week until a transplant is available. A child with asthma will 

require frequent nebulizer medications, inhaled medications, oral medications, and 

frequent rounds of steroids. Many of these medical conditions and associated 

requirements are foreign to the patients and families, leaving them with many questions 

about the diagnosis and prognosis, which can ultimately create a medical crisis within the 

family. 

A medical crisis can occur when family members become overwhelmed with their 

own grief in light of a child's diagnosis. This can be compounded by the resulting 

medical bills, out-of-town company if the diagnosis is life-limiting, time off work for 

medical appointments, and responsibilities to other family members (i.e. other children). 

The level of family functioning before, during, and after the diagnosis/medical crisis is 
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largely dependent on the family's access to and utilization of resources (Boss, 2002; Hill, 

1949). 

One of the most important resources available to families in medical crisis, 

therefore, is the hospital-based library located within the children's hospital. These 

libraries, also known as Family Resource Centers, operate within the hospital to provide 

families with "a comfortable learning environment, a welcoming place for them to gain 

knowledge about their disease or acquire the skills they will need at home" (Family 

Health Education Resource Network [FHERN], 2008, Our History section, para. I). 

Hospital-based libraries exist to offer reliable medical information and additional 

resources to families experiencing medical crisis. According to FHERN (2008), "Family 

Resource Centers are stocked with a variety of publications, and are staffed by qualified 

professionals who can assist [families] with using computers and other technology in 

their quest for information" (Our History, para. I). Hospital-based libraries, by nature, 

have the potential to be instrumental in helping families deal with medical crisis. 

Statement of the Problem 

Although many studies have been conducted to examine how the utilization of 

positive resources can help a family adapt post-crisis, there is a lack of available research 

exploring the specific types of children's hospital-based library resources available for 

families in medical crisis with children as patients. There is a need to examine the 

specific types of hospital-based information and services available to families whose 

child has received a chronic or terminal medical diagnosis, especially since pre-existing 

emotional disturbances in children and family members are likely to continue and 
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possibly even intensify during the trajectory of illness and/or after the death of child 

within the family (Houtzager, Grootenhuis, Caron, & Last, 2005). Therefore, families in 

medical crisis need access to information, such as facts about the disease, prognosis, and 

how to gain access to other supports (i.e. financial help, support groups during the crisis, 

and bereavement follow-up care if the diagnosis is terminal). Families in medical crisis 

also need access to information regarding treatment regimens for certain diagnoses. For 

example, the family of a child recently diagnosed with type I diabetes not only needs 

information regarding the disease and prognosis, but also regarding the different types of 

insulin, different ways to administer the drug, carbohydrate ratios, nutritional guidelines, 

side effects of the medications, and common signs and symptoms to look for in a diabetic 

patient. These children's hospital-based library resources can provide the patient and 

family with useful information and aid in adapting positively post-crisis and re

establishing equilibrium for the members of the system. 

Based on a comprehensive literature review, the need for the exploration of 

children's hospital-based library resources available for families in medical crisis was 

indicated. Therefore, this study purported to explore the different types of information 

and services available (print, electronic, video, librarian assistance, hospital databases, 

etc) within the children's hospital-based library for families in medical crisis. 

Purpose 

The purpose of this study was to explore children's hospital-based library 

resources available to families in medical crisis. Since the libraries are located within the 

children's hospitals and are often the closest and most convenient information resources 
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for a newly-diagnosed child and family, a thorough understanding of the libraries and the 

services and information they offer was warranted. This study explored the different 

types of resources available at children's hospital-based libraries and the experiences of 

medical librarians, a medical librarian assistant, child life specialists, social workers, and 

therapists working with families in medical crisis. 

Research Questions 

The research followed an informal conversational interview approach in order to 

allow for maximum flexibility (Patton, 2002). The nature of the interview allowed the 

researcher to ask additional questions as topics emerged (Fontana & Frey, 2003). The 

nature of the interview allowed me to ask additional questions as topics emerged. 

The first research question was, "What types of resources and services are offered 

at a variety of children's hospital-based libraries for families in medical crisis?" The 

interview prompt to the participants was, "Tell me about your library." The second 

research question was, "What types of experiences do participants have when working 

with patients and families in medical crisis?" The interview prompt for this research 

question was, "Tell me about a time when you worked with a family in medical crisis." 

The final research question was, "What are the perceived information needs of 

families in medical crisis?" The interview prompt to explore this research question with 

the participants was, "What kinds of information, resources, and services did you feel like 

you needed during your child's past medical crisis?" This was intended to allow the 

families to reflect upon past medical crises and discuss what types of information and 

resources they needed from the hospital-based library. Since no families contacted me to 
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participate in the study, this question was ultimately answered by the other participants' 

interview responses on their perceived information needs for the families in medical 

crisis. 

Assumptions 

The following underlying assumptions were made for the proposed study 

intending to explore children's hospital-based library resources for families in medical 

cns1s: 

1. The participants' perspectives will be "meaningful, knowable, and able to be 

made explicit" (Patton, 2002, p. 341 ). 

2. The medical librarians, medical librarian assistants, and child life specialists will 

be open and honest about their libraries and available resources. 

3. The medical librarians, medical librarian assistants, and child life specialists will 

be competent in their job functions and requirements. 

4. Families in medical crisis seek access to available hospital-based library 

resources. 

5. The information search process and the attainment of medical information is a 

positive experience that aids families in adapting to crisis. 

6. The medical librarians, medical librarian assistants, and child life specialists 

regularly interact with families in medical crisis. 

Definition of Terms 

For purposes of this study, the following definitions were applied: 
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Child life specialist: a professional who is specially trained to help children and 

their families understand and manage challenging life events and stressful healthcare 

experiences by providing developmental, educational, and therapeutic interventions; 

support growth and development while recognizing family strengths and individuality, 

and respecting different methods of coping (Child Life Council, 2007, What is a Child 

Life Specialist? section, para 1.) 

Chronic medical diagnosis: the diagnosis of an illness that is long-term and 

without ultimate cure; i.e. diabetes, asthma, arthritis. 

Crisis: acute emotional upset in an individual's usual steady state (homeostasis), 

accompanied by a perceived breakdown in his or her usual coping abilities; manifested 

by physical, psychological, cognitive, and relational distress; proceeded by an identifiable 

stressful life event that evokes the perception of loss, threat of loss, or a challenge 

(Sherwood, n.d. ). 

Depression: disorder that presents with depressed mood, loss of interest or 

pleasure, feelings of guilt or low self-worth, disturbed sleep or appetite, low energy, and 

poor concentration; may be chronic or recurrent (World Health Organization, 2006). 

Electronic resources: resources available in the children's hospital-based library 

that are in electronic-copy format, i.e. internet websites, online journals, hospital 

databases, etc. 

Evidence-based medical information: information that is based on a careful 

review of the latest scientific findings in medical journals (Agency for Healthcare 

7 



Research and Quality, n.d.); interchangeable with reputable information and/or 

knowledge-based information. 

For-profit: a hospital that operates with the ultimate goal of monetary profit. 

Grief: the emotional and physical response to the death of a loved one; associated 

with a wide range of emotions, including sadness, anger, guilt, and despair (Ringold, 

Lynm, & Glass, 2005). 

Health literacy: "the degree to which individuals have the capacity to obtain, 

process, and understand basic health information and services needed to make 

appropriate health decisions" (Logan, 2007, p. 127). 

Hospital-based library: a resource center located within a children's hospital that 

is available to patients and families and offers medical information through a variety of 

outlets; also known as a Family Resource Center. 

Knowledge-based information: "refers to the current expert information, produced 

externally to the organization, including journals, texts, documents, and databases in print 

or electronic format; benchmarks, best practices, guidelines, consensus development 

statements; research studies; and quality-filtered Internet resources;" "supports patient 

care; managerial, and strategic decision making; performance improvement and patient 

safety; lifelong learning and professional competence; patient and family education; and 

research initiatives" (Medical Library Association, 2004, p. 11 ). 

Medical crisis: "a time of unusual emotional distress or disorientation caused by 

the onset of, or major change in, the medical condition" (Pollin & Kanaan, 1995, p. 15); 
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i.e. a child's diagnosis of a chronic condition, such as diabetes or asthma; or a child's 

diagnosis of a terminal condition, such as heart failure or cancer. 

Medical librarian: an individual employed as a main librarian in the medical 

library at a children's hospital; responsible for overseeing/executing main job functions 

within the library; also known as medical librarian or health information librarian. 

Medical librarian assistant: an individual employed as an assistant to the main 

librarian in the medical library at a children's hospital. 

Not-for-profit: a type of hospital that operates without the ultimate goal of 

monetary profit. 

Print resources: resources available in the children's hospital-based library that 

are in hard-copy format, i.e. a journal, a pamphlet, individual articles, etc. 

Private hospital: a hospital by a single practitioner or by the practitioner and the 

associates in his or her office; privately owned and operated. 

Public hospital: a hospital administered by officials of the city, county, or state; 

also known as a governmental hospital. 

Terminal medical diagnosis: the diagnosis of an illness that is life-limiting; i.e. 

cancer, renal failure, heart failure. 

Delimitations 

The following delimitations applied to this study: 

I. This study only reported on the available library resources at a select group of 

free-standing children's hospital in a limited geographic area (North Texas). 
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2. This study only reported the experiences of medical librarians, a medical librarian 

assistant, child life specialists, social workers, and therapists, not volunteers, or 

case managers. 

3. Participants in the study were compensated volunteers. 

Limitations 

The following limitations applied to this study: 

I. The medical librarians, medical librarian assistant, child life specialists, social 

workers, and therapists may have varying previous experiences with medical 

crisis, which may alter their knowledge of access to certain resources. 

2. The medical librarians', medical librarian assistant's, child life specialists', social 

workers', and therapists' personal preferences for information (i.e. print versus 

electronic format) and their abilities to access different resources may limit or bias 

their ability to help families. 

Summary 

Children's hospital-based library resources for families in medical crisis have the 

potential to positively impact the patient and family experiencing the crisis. The 

availability of print and electronic resources and the presence of a medical librarian 

and/or medical librarian assistant and/or a child life specialist, social worker or therapist 

can assist the patient and family in gaining access to and digesting reputable information. 

The children's hospital-based library can offer the patient and family a comfortable 

environment, access to multiple health information resources, and one-on-one guidance 
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from a medical librarian. These resources can potentially aid a patient and family in 

positively adapting to a chronic or terminal medical diagnosis. 
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CHAPTER II 

REVIEW OF THE LITERATURE 

Past studies indicate that health information acquired during stressful times of 

medical crisis (a) increases patients' knowledge about an illness or a health concern, (b) 

facilitates the development of new questions for discussion between patients and their 

medical providers, and ( c) improves patient understanding of information received from a 

health care provider (Volk, 2007). Therefore, Chapter II presented a review of literature 

that supported the purpose of this study to explore children's hospital-based library 

resources available to families in medical crisis. This chapter focuses on the following 

topics: (a) family stress theory, (b) ambiguous loss and grief, (c) Information Search 

Process, ( d) the Medical Library Association, and ( e) Standards for Hospital Libraries. 

This chapter serves as an informational foundation for the proposed research. 

Theoretical Framework 

Although each crisis experience is unique to each family, there are universal 

guiding theories that relate to the impending, actual, and ambiguous loss of a child. 

Family stress theory will serve as the theoretical basis for executing the proposed 

research to explore the hospital-based library resources available for families in medical 

crisis. The stressful impact of ambiguous loss as it relates to family stress will also be 

addressed. 
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Family Stress Theory 

Families often experience a crisis and resulting stress when a child is diagnosed 

with a chronic medical condition, even if the diagnosis is not terminal. This crisis can 

create feelings of overwhelming anxiety, an inability to cope, and feelings of severe 

distress that can be incapacitating (Sherwood, n.d. ). These feelings associated with the 

crisis are usually limited by time because the system, in its crisis state of disequilibrium, 

actively seeks to restore balance by acquiring an adaptive or maladaptive solution 

(Woolley, 1990). The individual seeks either positive (reliable information, family 

support, therapy groups, counseling) or negative (substance use and abuse, denial, etc.) 

support measures during the time of crisis, and these supports contribute to the 

individual's resolution of grief and post-crisis functioning. Resolution with an adaptive 

solution indicates the potential for higher functioning post-crisis, but resolution with a 

maladaptive solution indicates the potential for lower functioning post-crisis and a 

predisposition to negative adjustment (Woolley). 

Rueben Hill (1949) introduced the first family stress model based on research of 

families separated and then reunited during times of war. In this model, the ABCX 

Model, Hill discussed the role of the family in relation to stress. He identified (A) as the 

provoking stress event, (B) as the family's strengths and resources, (C) as the family's 

definition of the event, and (X) as the crisis and stress that result from the event. In this 

model, all components (ABCX) interact to determine the state of functioning and 

organization within the family. This model applies to the chronic medical diagnosis of a 

child: when the diagnosis occurs (A) and the family begins to utilize resources like 
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church, medical information, and help from the extended family (B), and the family 

begins to define the diagnosis (i.e., if the diagnosis is a chronic versus terminal condition) 

(C), then the family can evaluate the state of stress and crisis (X) following the diagnosis 

of the child and determine functioning. Hill proposed four statements regarding the 

relationship between utilization of resources (i.e. children's hospital-based library 

resources) and adaptation. He stated, 

1. Adaptive behavior is more likely in families that are intact and well integrated 

than in families that are not. 

2. Adaptive behavior is more likely in families in which channels of 

communication are open. 

3. Adaptive behavior is more likely in families in which authority and status 

structures are flexible. 

4. Adaptive behavior is more likely in families that have successfully met past 

disasters. (McCubbin, 1979, pp. 241-242) 

Therefore, according to McCubbin, families that utilize internal and external resources 

and strengths in response to stress may exceed the previous level of organization and 

function at a higher level post-crisis. In fact, Hill (1949) identified ten internal family 

resources important in the family's response to crisis. These resources include families 

that are flexible and willing to shift traditional roles, families that are willing to forfeit 

personal desires for family objectives, families that equally accept responsibilities in 

duties, families that have previously met crisis successfully, families with a majority of 

nonmaterialistic goals, families that take pride in the family tree and ancestral traditions, 
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families with strong patterns of unity, families that have high participation in joint 

activities, families with egalitarian decision making patterns, and families with strong 

affectional ties. Therefore, families with an abundance of strong internal family resources 

are more likely to seek additional outside resources, such as children's hospital-based 

library resources, in times of crisis in an effort to adapt post-crisis (Hill, 1949; Boss, 

2002). 

McCubbin and Patterson (1982) enhanced Hill's original ABCX Model and 

proposed the Double ABCX Model of family stress to address crisis events that progress 

and resolve over an extended period of time. In this model, (A) remains the provoking 

stress event and (aA) represents compounding life changes that the family experiences 

after the initial crisis. (B) remains the family's strengths and resources that existed prior 

to the crisis and (bB) represents the strengths and resources that have emerged or 

developed since the crisis. (C) remains the family's definition of the event and (cC) 

represents the evolving nature of the family's definition of the event with time. And, 

finally, (X) remains the crisis and stress that result from the event and (xX) represents the 

adaptation outcome of the family. This model also applies to the chronic medical 

diagnosis of a child: The diagnosis occurs (A) and other life events, such as other family 

member illness, financial stressors, or marital problems occur (aA). The family utilizes 

existing resources, such as church or help from extended family members (B), but the 

family then also seeks new resources, such as medical information or individual therapy 

(bB). The family maintains the original definition of the event (C) as a foundation, but 
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alters that definition to fit the beliefs over time ( cC), and then evaluates the stress 

surrounding the crisis event (X) and adapts positively or negatively over time (xX). 

Boss (2002), a colleague and close collaborator of Rueben Hill '·s, built on his 

classic work by taking a contextual approach and focusing on the importance of 

perception and meaning in determining how and why families respond as they do. Boss 

views families from a systems perspective, which postulates that the whole is greater than 

the sum of its parts. This means that the relationships between the individuals, the 

memories, the shared successes, and the failures are all part of the family system. Boss' 

(2002) basic premise is that all families vary and are unique; not all families view all 

events in the same (the description of a joyous or stressful event is subjective); and values 

and beliefs vary within and between families. And, as a result, the stress level of the 

family system is qualitatively different than the cumulative and combined stress levels of 

each individual member (Boss). 

The context in which the circular model of family stress exists is Boss' contextual 

adaptation of the original ABC-X model. Boss identifies two contexts, external and 

internal, that encompass the family stress event. The external context is the element in 

which the family has no control. It is composed of culture (the mores ascribed by the 

dominant community); history (time in history when the event occurs); economy (the 

state of economy during crisis); development (the stage of the life cycle of the family and 

the individuals); and heredity (the genetic composure of the individuals and the family; 

Boss, 2002). The internal context is the element in which the family can exercise control 

and elicit change. It is composed of a structural component (the form and function of the 
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boundaries, role assignments, and rules regarding who is within and who is outside the 

boundaries), a psychological component (the family's perception, appraisal, definition, or 

assessment of a stressful event), and a philosophical component (the family's values and 

beliefs at a microlevel) (Boss, 2002). Change is achieved by acquiring resources, such as 

information from a children's hospital-based library, during crisis. 

The stress within the family experienced in response to a crisis affects the entire 

family system. Family systems theory, which traces its origins to the interest in human 

interactions in the 1920s and 1930s (Doherty, Boss, LaRossa, Schumm, & Steinmetz, 

1993), emerged as a way to study the composition of and interactions and relationships 

within the family unit. It posits that the family system strives to maintain a sense of 

balance and equilibrium within the family. Therefore, when a child is diagnosed with a 

chronic medical condition, the entire family is systemically altered. The stress that the 

family experiences and the meaning that the family places on that event (the ABCX and 

Double ABCX Models), exists in an effort to regain equilibrium within the newly defined 

family system (Boss, 2002). In fact, according to Boss (2002), "Family stability exists 

best in a context of a moving equilibrium over time due to discontinuous change through 

the life cycle and the presence of conflict as part of the recalibration process" (p. 83). 

Ambiguous Loss and Grief 

Ambiguity and ambiguous loss can contribute to the stress families incur after the 

chronic or terminal diagnosis of a child. In her book, Ambiguous Loss ( 1999), Pauline 

Boss discusses grief in children and families resulting from ambiguity. This ambiguity, 

which stems from psychological and physical presence or absence, perpetuates 
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unresolved grief by prohibiting the individual from reconciling and moving on. One type 

of ambiguous loss is experienced in situations where a family member is psychologically 

present and physically absent. This occurs in situations of kidnapped children, soldiers 

who are missing in action (MIA), the victims of the September 11 th (9/11) terrorist 

attacks, and the victims of devastating Hurricane Katrina whose bodies were never found. 

This greatly hinders the grieving process because, psychologically, the individual 

believes that the missing person still physically exists somewhere, which makes saying 

goodbye almost impossible. In her innovative work with victims of the September 11 th 

(9/11) terrorist attacks, Boss and a team of counselors encouraged families to seek 

closure by burying ashes from Ground Zero in honor of ( and in lieu of) their lost loved 

one (Boss, 2004 ). 

The second type of ambiguous loss is experienced in situations where a family 

member is physically present but psychologically absent (Boss, 1999). This occurs in 

situations of Alzheimer's disease, addiction, and debilitating depression/mental disease. 

This type of ambiguous loss is devastating for an individual because the loved one they 

are grieving is physically present in their lives on a continual basis, making it difficult to 

find closure by saying goodbye. As a result, the individual continues to grieve with every 

interaction. These two types of ambiguous loss create intense boundary ambiguity for 

children and families because there is no resolution to the grief they inflict ( 1999). 

Ambiguous loss is common in the chronic or terminal medical diagnosis of a 

child. As a result, Boss (2002) incorporated boundary ambiguity and ambiguous loss into 

her contextual family stress model in order to recognize the significant impact made by 
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the entire stressful event and the context in which is occurs. In Boss' adaptation of the 

ABC-X model, reality is individually invented rather than discovered. According to Boss 

(2002), "The degree of stress caused by the event depends not only on the actual 

magnitude of the event but also on the family's perception of the event" (p. 48). To 

further investigate the meaning and social construction of family stress, Boss introduced 

two new variables into her circular adaptation of Hill's classical model: ambiguous loss 

and boundary ambiguity. Ambiguous loss, which results from ambiguity regarding a 

family member's absence or presence within a system, is part of (A), the event or 

situation. (B) remains the resources that the family has at the time of the crisis. Boundary 

ambiguity, which results when one does not know who is in and who is out of one's 

family, is part of (C), the perceptions. And (X) remains the crisis. According to Boss & 

Couden (2002), 

... the most stressful losses are those that are ambiguous. When people are unable 

to obtain clarity about the [health] status of a family member, they are often 

immobilized: decisions are put on hold; roles remain unclear; relationship 

boundaries are confusing; celebrations and rituals are canceled. Couples and 

families may remain immobilized until they are able to perceptually reconstruct 

the meaning of the ambiguity surrounding their loved one's absence or presence. 

(p. 1352) 

This stress resulting from ambiguity can occur in one of the two traditional ways 

described by Boss, such as a child with a global developmental delay who is physically 

present but psychologically devastated/withdrawn/absent, or it may manifest in other 
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ways. For example, a ten-year-old child who is diagnosed with a terminal illness may be 

given a prognosis of three to six months. In this instance, not only does the family grieve 

the diagnosis and loss of their "healthy" child, but the family may also grieve other 

ambiguous elements, such as never seeing their child drive a car, graduate from high 

school, get married, or have children of their own (Eakes, Burke, & Hainsworth, 1998). 

Even though the family is simply grieving proposed future hypothetical situations, the 

stress associated with the combined perceived and actual losses is very real. 

Grief associated with the chronic or terminal medical diagnosis of a child may 

hinder a patient's and family's ability and/or desire to seek health information from 

hospital-based libraries. In fact, the stress of the chronic or terminal diagnosis and the 

subsequent grief can become the major barrier to seeking further health information 

(Volk, 2007). Therefore, it is important to take into account a family's level of stress and 

stage of grieving when examining access to children's hospital-based library resources. 

Many theories exist that attempt to examine and describe grief. One of the initial 

grief theories was introduced by Dr. Kubler-Ross in the late 1960s and remains a 

classical theory in the literature today. In her seminal work, On Death and Dying (1969), 

Dr. Kubler-Ross shared her experiences as a physician working with psychiatric patients 

at the end-of-life. This research introduced the five stages that a grieving and bereaved 

individual experiences following a diagnosis and death. The first stage, denial, typically 

happens at the time of diagnosis and then again immediately following the death. The 

patient and/or family often do not openly acknowledge the reality of the situation, and, 

therefore, are not likely to seek health information related to the diagnosis. The second 
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stage is anger, which is a natural and primitive response to an unwanted circumstance. 

Because the patient and/or family are angry, the inherent desire to learn more is absent. 

The third stage is bargaining. In this stage, a patient and/or family may repeatedly try to 

make deals with God or hospital staff in an attempt to alter the reality of the situation. 

The patient and/or family may seek health information in this stage in an effort to 

strengthen a bargain. 

In the fourth stage, once the reality has set in and the patient and/or family 

realizes that there is no bargaining in the situation, depression often occurs. This stage 

may last for a long period of time during an illness phase and/or after the death. When the 

patient and/or family are depressed, there is likely to be little desire to actively seek out 

information. And, the fifth and final stage is acceptance. In this stage, the patient and/or 

family accepts the unchangeable reality as part of daily functioning and no longer 

attempts to alter it. Once an individual and/or family reaches acceptance, they are more 

likely to utilize the hospital-based library in an effort to find health information related to 

the diagnosed chronic or terminal diagnosis. 

Parkes' model of grief ( 1998) strongly compliments Kubler-Ross' model of death 

and dying. His model encompasses four components: (a) experiencing shock, numbness, 

or disbelief; (b) anxious yearning for a reestablishment of equilibrium; ( c) depression, 

despair, social withdraw that lead to personal disorganization; ·and (d) attempt to 

reestablish a sense of normalcy. In the first stage, similar to Kubler-Ross's denial stage, 

the patient and/or family is not likely to seek additional health information since the 

diagnosis is not yet part of their reality. In the second stage, when the patient and/or 
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family are seeking equilibrium, they might utilize the hospital-based library to gather as 

much information as possible. It is not likely that the patient and/or family would 

continue to seek information during stage three when they are experiencing withdraw and 

despair. But, once a patient and/or family reaches the final stage and seeks to restore 

normalcy (much like Kubler-Ross' acceptance stage), the patient and/or family is likely 

to return to seeking health information in an effort to define the new normal in light of 

the medical diagnosis. 

One important and fluid aspect of grief to consider when evaluating patient and/or 

family utilization of health information during medical crisis is the concept of chronic 

sorrow. The idea of chronic sorrow posits that grief and sorrow are continuous processes 

related to ongoing and repeated physical, social and emotional loss (Eakes, Burke, & 

Hainsworth, 1998; Gerd, 2007). An example of this would be a pediatric patient 

diagnosed with renal failure. The diagnosis would be the initial crisis and grief catalyst. 

Then the process of daily dialysis and the continual loss of the "normal" daily routine 

would provide additional ongoing losses. Finally a failed renal transplant would be a 

secondary crisis for the patient and family due to the loss of options and the return to 

daily dialysis. In this model of chronic sorrow, a patient and/or family may never reach 

Kubler-Ross' stage of acceptance. 

Families experiencing chronic sorrow may seek access to children's hospital

based library resources throughout the ongoing trajectory of their child's illness as a way 

to resolve one crisis after another. For example, a family with a newly diagnosed type 1 

diabetic child may initially seek information regarding the disease, the treatment options, 
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and the prognosis. The acquisition of this useful information may help the family 

overcome the initial stress of the crisis event and resulting grief; however, as the child 

grows and matures, additional stress and sorrow may emerge (Lowes & Lyne, 2000). 

Patients and families may experience new stress and sorrow as the child progresses 

through puberty and the management of the diabetes must change-prompting new 

information gathering to deal with the crisis. Therefore, the entire context of the family 

stress event must be acknowledged. 

' Conceptual Framework 

The stress within the family experienced in response to a crisis affects the entire 

family system. During a stressful crisis event, such as the chronic or terminal diagnosis of 

a child, the patient and/or family may seek information and additional resources to adapt 

to the crisis. This information-seeking behavior may be influenced by the family 

demographics, the health literacy of the patient and/or family, or the family's current 

response to the crisis/stress event. 

Overview 

There are five identified steps that patients and families dealing with a 

diagnosis/medical crisis can utilize to cope and adapt (Agency for Healthcare Research 

and Quality, n.d.). These steps include (a) take the time you need, (b) get the support you 

need, ( c) talk with your doctor, ( d) seek out information, and ( e) decide on a treatment 

plan. The fourth step is a crucial step because it indicates that the patient and/or family 

members are seeking information to assist in their understanding of the diagnosis and 

their decisions about their own treatment plans, which are positive ways to cope and 
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adapt. The Agency for Healthcare Research and Quality cautions, however, that the 

information seeker should "look for information that is based on a careful review of the 

latest scientific findings published in medical journals" (Five Basic Steps section, para. 

5). The children's hospital-based library can be a reputable establishment with reliable 

evidence-based medical information, especially a variety of medical journals. In 

additional to evidence-based medical journals, the Agency for Healthcare Research and 

Quality also advises patients and families to utilize reliable online resources, such as 

healthfinder®, Health Information Resource Database, MEDLINEplus®, PubMed®, and 

national nonprofit groups, such as the American Heart Association or the American 

Cancer Society. These online resources can be accessed from a children's hospital-based 

library and navigated with the help of a medical librarian. 

When examining health information on the internet, there are several questions 

patients and family members should consider while evaluating the material. According to 

the National Cancer Institute (2005), there are twelve essential questions to ask when 

perusing online health material. The first question is "Who runs the Web site?" This 

infonnation should be clearly stated and visible. The second question is, "Who pays for 

the Web site?" This can be crucial in the type of information that is posted on the site. 

The next question is, "What is the purpose of the Web site?" The purpose is directly 

related to who runs it and who pays for it. The fourth question is, "What is the original 

source of the information on the Web site?" This is important to know whether the 

information is derived from reputable original or secondary sources, or if it comes from 

less reputable secondary sites. 
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The next questions, "How is the information on the Web site documented?" "How 

is the information reviewed before it is posted on the Web site?" and "How current is the 

information on the Web site?" all establish the trustworthiness of the material. The eighth 

question, "How does the Web site choose links to other sites?" is important because it 

will lead users from one reputable source to another source that may or may not be as 

reputable. And the final questions, "What information about the users does the Web site 

collect, and why?" "How does the Web site manage interactions with users?" "How can 

people verify the accuracy of information they receive via e-mail?" and "How does the 

Federal Government protect consumers from false or misleading health claims posted on 

the Internet?" all pertain to the business aspects of the Web site. 

Accessing and evaluating health information in the midst of a medical crisis can 

be overwhelming for patients and parents, in part due to the crisis nature of the diagnosis 

and in part due to the medical vernacular. However, the help of a medical librarian or 

librarian assistant who is familiar with a variety of reputable medical websites and the 

process of evaluating information can greatly facilitate the experience for families. 

Whether information is individually obtained by the patient or family member from a 

children's hospital-based library or obtained with the help of a medical librarian, the 

information search process is instrumental to the experience. 

Information Search Process 

The holistic experience of an individual's information seeking is described by 

Kuhlthau's (2007) six stage Information Search Process model. This model, which 

emerged as a conceptual framework after twenty years of research, posits that the process 
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of an individual's search for information is a series of "thoughts, feelings, and actions. 

Thoughts that begin as uncertain, vague, and ambiguous become clearer, more focused, 

and specific as the search process progresses. Feelings of anxiety and doubt become 

more confident and certain" (Model of the Information Search Process section, para. 1 ). 

During the course of seeking information, an individual or family member seeks 

meaning, as well. 

Kuhlthau' s (2007) Information Search Process model consists of six stages. These 

stages aim to help an individual progress from feelings of uncertainty and anxiety to 

feelings of comfort and mastery. Stage one is initiation. This is when "a person first 

becomes aware of a lack of knowledge or understanding and feelings of uncertainty and 

apprehension are common" (Model of the Information Search Process section, para. 2). 

During this stage, a patient and/or family member recognizes the need for additional 

information. This stage is likely to happen at the time of diagnosis when a patient and/or 

family member realize their gap in knowledge regarding general medical information 

and, especially, a specific medical diagnosis. 

The second stage is selection. This is when "a general area, topic, or problem is 

identified and initial uncertainty often gives way to a brief sense of optimism and a 

readiness to begin the search" (Kuhlthau, Model of the Information Search Process 

section, para. 2). In this stage, a patient and/or family member are optimistic about 

collecting as much specific information as possible related to the diagnosis. The patient 

and/or family may feel empowered at this stage. 
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Stage three is the exploration stage. This is when "inconsistent, incompatible 

information is encountered and uncertainty, confusion, and doubt frequently increase and 

people find themselves 'in the dip' of confidence" (Model of the Information Search 

Process section, para. 2). This stage is common when a patient and/or family member 

discover an overwhelming amount of inconsistent medical information related to a 

specific diagnosis. According to Kuhlthau (2007), " ... an inability to express precisely 

what information is needed can make communication between the user [patient and/or 

family member] and system [hospital-based library resources] awkward" (Model of the 

Information Search Process section, para. 5). Utilization of a medical librarian at this 

stage can be instrumental to the process. Since some patients and/or family members may 

be inclined to abandon the search for information due to frustration at this point 

(Kuhlthau), a medical librarian can mediate the search process between the patient and/or 

family member and the available information. The medical librarian's expert search skills 

and expertise can aid the family in acquiring the necessary information with minimal 

frustration. 

In the fourth stage, formulation, a "focused perspective is formed and uncertainty 

diminishes as confidence begins to increase" (Model of the Information Search Process 

section, para. 2). In this stage, a general consensus of the information is formed by the 

patient and/or family member, which increases their ability to master the content. This 

increases the level of comfort and confidence in the patient and/or family member. 

Stage five is collection. This is when "information pertinent to the focused 

perspective is gathered and uncertainty subsides as interest and involvement deepens" 
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(Model of the Information Search Process section, para. 2). Since the patient and/or 

family member has already achieved a heightened level of confidence in stage four, 

individuals in stage five are able to present a more refined focus to their information 

search. For example, a patient and/or family member who has gained comfort with the 

information provided from researching the child's medical diagnosis of pre-cursor B 

acute lymphocytic leukemia (ALL) is now able to further research more specific 

elements, such as chemotherapy, stem cell transplant, and medications. 

In the sixth and final stage, presentation, "the search is completed with a new 

understanding enabling the person to explain his or her learning to others or in someway 

put the learning to use" (Model of the Information Search Process section, para. 2). In 

this stage, feelings of uncertainty regarding the patient's or family member's ability to 

obtain medical information have subsided. The patient and/or family member have 

obtained relevant medical information with or without the help of a medical librarian. 

This information has given insight to the patient and/or family member, which has 

allowed them to make meaning of the search process and refine further searches. By 

completion of this stage, patients and/or family members have confidence in the 

information obtained regarding the chronic or terminal medical diagnosis, the prognosis 

and treatment options related to the diagnosis, and other concerns identified during the 

information search process. 

The presence of a children's hospital-based library is crucial to the information 

search process for families in medical crisis. The availability of this resource center 

allows the patient and/or family member on-site access to reliable medical information 
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related to the chronic or terminal diagnosis. Since a portion of the United States has a 

below-average level of health literacy (Koonce, Giuse, Beauregard, & Giuse, 2007) and 

not all have attained computer literacy, the presence and help of a medical librarian can 

facilitate the information search process. 

Medical Library Association 

The Medical Library Association was created in 1898 in an effort to provide 

reliable information in order to improve general health (Medical Library Association, 

2007a). With members in over forty-three countries, the Medical Library Association's 

mission is to "foster excellence in the professional achievement and leadership of health 

sciences library and information professionals to enhance the quality of health care, 

education, and research" (Medical Library Association, 2007b, Our Mission section, 

para. 2). The hospital-based libraries are staffed with medical librarians and librarian 

assistants to carry out this mission by providing help and information on a variety of 

health topics. 

The Medical Library Association (2004) delineates the role of the medical 

librarian in great detail. The medical librarian's overarching role in the hospital-based 

library is to provide effective leadership in knowledge-based information. This is 

important since co-workers, hospital staff, and patients and/or families rely on the 

medical librarian's expertise when seeking health information. One of the main functions 

of the medical librarian is to perform mediated searches of Internet and knowledge-based 

information resources and to train users in searching and evaluation of information 
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resources. The medical librarian is also responsible for tailoring the information acquired 

to groups or individuals within the institution. 

In regards to the operation of the hospital-based library, the medical librarian is 

responsible for coordinating the function of the library with the primary mission of the 

institution, strategic planning and budgeting for library operations, hiring and evaluating 

the performance of the library staff, and recommending appropriate professional and 

support staffing for the library. These job functions also require that the medical librarian 

develop and implement knowledge-based information-related policies and procedures 

and develop a performance improvement program for the knowledge-based information 

function. This means that the medical librarian is also responsible for providing training 

and education opportunities for the library (Medical Library Association, 2004). 

Since the medical librarian is the hospital's expert in health information, he or she 

is responsible for selecting and evaluating information resources in any format for 

incorporation into the physical or virtual collection. This includes evaluating new 

technologies and assessing their application to library management and services and 

negotiating license agreements with vendors of publications and databases. But, above 

all, the medical librarian is expected to respond in a timely manner to all requests for 

information related to patient care or patient safety (Medical Library Association, 2004). 

In 1949, the Medical Library Association established a credentialing program for 

medical librarians, and, in 1978, the Academy of Health Information Professionals was 

formed (Medical Library Association, 2008). The Academy of Health Information 

Professionals is a "professional development and career recognition program" based on 
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"academic preparation, professional experience, and professional accomplishment" 

(Medical Library Association, 2008, What is the Academy of Health Information 

Professionals? section, para. I). Designation as an Academy member denotes a medical 

librarian's commitment to professional growth and development above and beyond 

licensure. 

A study conducted by Volk (2007) at the Patient Education Resource Center at 

the University of Michigan Comprehensive Cancer Center examined the patient's 

satisfaction with the library and its resources and the usefulness and impact of the 

information received. The medical librarians in this particular hospital-based library 

routinely conduct mediated searches for patients and families in medical crisis. The stress 

of the chronic or terminal diagnosis was reported by the participants in this study as a 

major barrier to seeking further health information. And, since the acquisition of health 

information improves the patients' ability to emotionally handle the diagnosis by 

reducing anxiety and helps the patient to make decisions about and to endure treatment 

(Volk), access to health information in medical crisis is essential. 

In this study at the Patient Education Resource Center at the University of 

Michigan Comprehensive Cancer Center, 1,523 searches were conducted by medical 

librarians and 566 patient/user evaluations were returned. Ninety-six percent of patients 

in this study reported that the librarian-conducted health information search provided 

them with information they were unable to obtain on their own (Volk). And these results, 

which indicate that a majority of patients and families are not able to find sufficient 
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health information independently, serve to reinforce the importance of the medical 

librarians' expert searching skills when working with families in medical crisis. 

Seeking health information during a medical crisis is a positive coping method for 

patients and families and can actually assist them in adaptive functioning post-crisis 

(McCubbin, 1979). In fact, with eight out of ten online users searching for health 

information at any given time (Koonce, Giuse, Beauregard, & Giuse, 2007), individuals 

are seeking answers to medical scenarios and personal health questions on a continual 

basis. However, roughly 14% of the United States does not possess an average level of 

health literacy (Koonce et al.). Health literacy skills, which have been linked to positive 

health outcomes, is composed of two main abilities: the ability to access current and 

accurate health information, and the ability to utilize the information when making 

decisions about one's health and course of treatment (Kennedy, Kiken & Shipm~, 

2008). Utilizing hospital-based libraries and their medical librarians helps patients and 

families in medical crisis develop better health literacy skills and even increases their 

satisfaction with hospitals (Kennedy et al., 2008). In fact, studies have indicated that 

information that is individualized for the patient is more pertinent and engaging to the 

patient, making the patient more likely to make positive changes in health care behaviors 

(American College of Physicians Foundation & Institute of Medicine, 2006). The 

expertise of the medical librarians delivers these individualized results for patients and 

their families. 
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Standards for Hospital Libraries 

The Medical Library Association's "Standards for Hospital Libraries 2002 With 

2004 Revisions" was developed to provide a framework for hospitals to evaluate whether 

or not the resources and services they offer effectively meet their needs for knowledge

based information (Medical Library Association, 2004). There are ten standards in the 

"Standards for Hospital Libraries 2002 With 2004 Revisions" (2004) that identify the 

basic requirements for hospital-based libraries. The first standard is that the library serves 

"as the primary department responsible for developing systems and services to meet the 

knowledge-based information needs of the organization" (p. 11 ). The library as a 

department "shall have its own budget, and the medical librarian, as a department head, 

shall report to the senior management of the organization" (p. 11 ). This standard ensures 

that the hospital-based library is an independent entity within the organization that is 

recognized for its collection of health information and experts. 

The second standard is that "knowledge-based information systems and services 

are directed by a qualified librarian" (p. 11) who is preferably a member in the Academy 

of Health Information Professionals. According to the Medical Library Association 

(2004), 

A qualified librarian is a person who has earned a Master's degree from a 

program accredited by the American Librarian Association or its successor 

accrediting organization, or from a master's level program in library and 

information studies accredited or recognized by the appropriate national body of 

another country. (p. 12) 
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The third standard is that the hospital-based library follows a specific library 

staffing formula. This formula calculates the minimum number of necessary employees 

by taking the total number of institution full-time employees (FTE) and dividing by 700 

(i.e. Total institution FTE / 700 = MINIMUM library FTE). The intent of this standard is 

that "an understaffed library cannot fully serve the knowledge-based information needs 

of the hospital and medical staff. Workload is driven by the size and complexity of the 

institution served" (p. 12). This standard aims to provide ongoing, adequate coverage for 

employees', patients', and their families' knowledge-based information needs. 

The fourth standard requires that the librarian, who is the "key knowledge-based 

information professional in the organization, be an active member of the Information 

Management team(s)" (p. 11). This standard helps ensure that the hospital-based library 

remain connected with other information services departments and current on pertinent 

information. The fifth standard requires that there is evidence to "demonstrate effective 

connections between knowledge-based information and patient care; patient education; 

the performance improvement and patient safety functions; the educational functions for 

hospital and medical staff; and other appropriate functions" (p. 11 ). 

The sixth standard, which is essential in a hospital-based library, requires that the 

medical librarian provide evidence of "an ongoing assessment of the knowledge-based 

information needs of the organization, and the development and implementation of a plan 

to provide appropriate resources and services to meet those identified needs" (p. 11 ). The 

Medical Library Association further identifies which resources are appropriate: 

34 



Resources, technology and services that must be provided include convenient 

access to expert searching; a current and authoritative collection of print, 

electronic, and multimedia resources for the timely provision of knowledge-based 

information; a plan to provide access to knowledge-based information during 

times when electronic systems are unavailable; appropriate technology to enable 

the use of these information resources; catalog or database and taxonomy to 

efficiently locate materials; and resource sharing agreements and membership in 

library and information consortia to enable efficient provision of materials not 

directly accessible. (p. 13) 

By adhering to this standard, hospital-based libraries provide current, relevant, and 

reliable health information for patients, their families, and hospital employees. 

The seventh standard is that the library "actively promotes knowledge-based 

information services and resources to all user groups, and provides documented evidence 

thereof'' (p. 11 ). The intent of this standard is that patients and their families are more 

aware of and able to utilize the resources available if the services are promoted within the 

hospital. The eighth standard is that "all knowledge-based information functions are · 

performed in compliance with applicable federal, state, and local laws and regulations" 

(p. 11). This standard is important to maintain the integrity of the hospital-based library. 

The ninth standard is that "knowledge-based information resources are available 

to clinical staff 24 hours a day, 7 days a week" (p. 11 ). This standard ensures that 

healthcare providers have access to important health information at any time necessary, 

which improves patient care. And the tenth and final standard is that 
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the physical library will be large enough to accommodate the library staff; the 

inhouse collection; an appropriate amount and selection of personal computers 

and other information technology hardware; and seating for an appropriate 

number of users. A separate office will be provided for at least the professional 

library staff. (p. 11) 

This standard seeks to provide an appropriate physical space in order to provide an ideal 

learning environment. 

These Medical Library Association standards provide a unifying expectation for 

all hospital-based libraries. Adherence to these ten standards signifies that the hospital

based library is committed to both center and professional excellence, which ultimately 

serve to benefit the patients and families in medical crisis. 

Summary 

Chapter II reviewed existing literature relevant to the proposed study's purpose to 

explore the children's hospital-based resources for families in medical crisis. Family 

stress theory was provided as the theoretical foundation of the proposed study; and Hill's, 

McCubbin and Patterson's, and Boss' versions were discussed. Ambiguous loss and grief 

were discussed in relation to chronic illness. The conceptual framework, based on 

Kuhlthau's Information Search Process, was discussed in its six stages. The Medical 

Library Association and the role of medical librarians were also discussed in detail. The 

process recommended by the National Cancer Institute for evaluating online health 

information was outlined in detail. Health literacy was discussed, and the standards for 

hospital-based libraries were identified. 
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CHAPTER III 

METHODOLOGY 

Overview 

This research was a qualitative study based on informal interviews with medical 

librarians, medical librarian assistant, child life specialists, social workers, and therapists 

at children's hospitals in North Texas. Families were approached but opted not to 

participate. The research was primarily guided by family stress theory (theoretical 

framework; Hill, 1949; McCubbin & Patterson, 1982; Boss, 2002) and based on the 

Information Search Process model ( conceptual framework; Kuhlthau, 2007). The purpose 

of this study was to explore the different types of resources available at children's 

hospital-based libraries in North Texas. The research utilized qualitative interviews to 

explore different types of information available within the hospital-based libraries for 

families in medical crisis. The research used a phenomenological approach (Moustakas, 

1994) to further explore the experiences of participants working with families in medical 

crisis and the perceived needs of the families through the voices of the participants. 

Research Questions 

The research followed an informal conversational interview approach in order to 

allow for maximum flexibility (Patton, 2002). The nature of the interview allowed me to 

ask additional questions as topics emerged (Fontana & Frey, 2003). The first research 

question was, "What types of resources and services are offered at a variety of children's 
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hospital-based libraries for families in medical crisis?" The interview prompt to the 

participants was, "Tell me about your library." The purpose of this informal question and 

conversational approach was to allow the participants the individual opportunity to 

uniquely describe their libraries from a first-person point of view. It sought to examine 

the different libraries' structures through my rich, thick descriptions and available 

services, types of resources and information, and benefits to families through the voice of 

the participants during the interviews. 

The second research question was, "What types of experiences do participants 

have when working with patients and families in medical crisis?" The interview prompt 

for this research question was, "Tell me about a time when you worked with a family in 

medical crisis." This allowed the participants the opportunity to reflect on specific 

instances when they assisted a patient and/or family member in medical crisis. The 

question also allowed the participants to reflect on their experiences and the emotions 

surrounding their involvement in the library. In addition, the nature of the interview 

allowed them the opportunity to freely discuss their libraries and resources, and allowed 

me the freedom to ask questions as topics emerged (Patton, 2002). 

The final research question was, "What are the perceived information needs of 

families in medical crisis?" The interview prompt to explore this research question with 

the participants was, "What kinds of information, resources, and services did you feel like 

you needed during your child's past medical crisis?" This was intended to allow the 

families to reflect upon past medical crises and discuss what types of information and 

resources they needed from the hospital-based library. Since no families contacted me to 
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participate in the study, this question was ultimately answered by the other participants' 

interview responses on their perceived information needs for the families in medical 

crisis. Table I outlines the research questions and the interview prompts: 

Table I 

Research Questions and Interview Prompts 

Research Question 

I. What types of resources and services 

are offered at a selection of children's 

hospital-based libraries for families in 

medical crisis? 

2. What types of experiences do 

participants have when working with 

patients and families in medical crisis? 

3. What are the perceived information 

needs of families in medical crisis? 

Interview Question/Prompt 

I. Tell me about the library at your 

children's hospital. 

2. Tell me about a time when you worked 

with a family in medical crisis. 

3. What kinds of information, resources, 

and services did you feel like you needed 

during your child's past medical crisis? 
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Population and Sample 

The target population was composed of three categories: (a) male and female 

medical librarians and medical librarian assistants who were currently employed in a 

hospital-based library at a children's hospital, (b) male and female child life specialists, 

social workers and therapists who were currently employed in a children's hospital, and 

( c) male and female family members who previously utilized a hospital-based library 

during their child's medical crisis. Participants from all ethnic groups, religious 

backgrounds, and socioeconomic statuses were included in the sample. The participants 

were employed at various types of children's hospitals (not for profit, for profit, private, 

public) in North Texas. The target sample size was 12-15 participants, composed of 

medical librarians, medical librarian assistants, child life specialists, social workers, 

therapists, and family members. 

The actual population for the study was composed of two categories: (a) female 

medical librarians and a medical librarian assistant who were currently employed in a 

hospital-based library at a children's hospital and (b) male and female child life 

specialists, social workers, and therapists who were currently employed in a hospital

based library at a children's hospital. There were no contacts made by family members 

throughout this study, so that portion of the study population was not included. The final 

sample size was eleven, which was sufficient since saturation was met in the data by that 

point. 

The pilot sample utilized for this study was a convenience sample. This sampling 

technique involved gathering subjects that are readily available to the researcher (Adler & 
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Clark, 2008). The pilot sample consisted of two medical librarians, one medical librarian 

assistant, and two child life specialists at a North Texas hospital. The additional sample 

was purposefully selected since I sought to understand a specific population and 

phenomenon (Babbie, 2004 ). The other two hospitals included in this research were both 

North Texas children's hospitals. I asked the participants to refer any family members to 

me who utilized the hospital-based library during their child's previous medical crisis and 

who would be willing to participate. I gave the participants my contact information to 

give to the families to initiate contact if they were interested. There were no family 

member contacts to participate in the study. 

Prior to the collection of data, I contacted the medical librarians at the three 

children's hospitals. During an initial phone call, I explained the intent and procedures of 

the study as well as the time commitment involved and gift card compensation. Each 

participant was given an explanation of the study verbally and/or via email and the 

opportunity to decide if they wished to participate. I also contacted the child life 

department at the children's hospitals where available to explain the intent and 

procedures of the study as well as the time commitment involved and gift card 

compensation. I asked that the director discuss the study with appropriate child life 

specialists at each hospital who work with families in medical crisis on a routine basis. I 

left my contact information with the medical librarians and child life department and 

requested that any interested individuals contact me directly to express a desire to 

participate in the study. 
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After I completed my interviews with the participants, I gave each participant a 

stack of my business cards and asked them to give my contact information to any families 

they worked with who have utilized hospital-based library resources during past medical 

crisis. This was to allow interested families to initiate contact with me if they chose to 

participate in the study. Unfortunately, no families contacted me to participate in my 

research, so that specific component was not included in the study. However, the 

information about families was obtained through the other participants' voices. 

Protection of Human Subjects 

The TWU Institutional Review Board processes and procedures were followed 

and completed in order to complete the intended research. The Institutional Review 

Board required agency approval letters from all three North Texas hospitals who agreed 

to participate in the research. Care was taken to ensure that no harm was introduced to the 

subjects. Data collection did not begin until approval from the Texas Woman's 

University Institutional Review Board and Graduate School was received and each 

participant gave informed consent. In addition, at the hospital at which the pilot study 

was conducted, I was required to obtain Institutional Review Board approval in order to 

conduct my research on the hospital's campus. My materials from Texas Woman's 

University IRB were reviewed and approved; and, an additional consent form specific to 

the institution was included in the consent process for the five participants of the pilot 

study. A copy of the Texas Woman's University consent letter is included in Appendix 

A. 
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Qualitative Instrumentation 

This qualitative study utilized an infonnal conversational interview approach. 

The first research question was, "What types of resources and services are offered at a 

selection of children's hospital-based libraries for families in medical crisis?" The 

interview prompt was, "Tell me about the library at your children's hospital." The 

purpose of the informal prompt and conversational approach was to allow all of the 

participants the individual opportunity to uniquely describe their libraries. It sought to 

examine the different libraries structures, available services, types of resources, and 

benefits to families. The second question was, "What types of experiences do medical 

librarians and child life specialists have when working with patients and families in 

medical crisis?" The interview prompt was, "Tell me about a time when you worked with 

a family in medical crisis." This question allowed the participants the opportunity to 

reflect on their experiences with patients and families in the library and the emotions 

surrounding their involvement in the library. The third question was, "What are the 

perceived information needs of families in medical crisis?" The intended interview 

prompt was, "What kinds of infonnation, resources, and services did you feel like you 

needed during your child's past medical crisis?" This question was meant to allow the 

families to reflect on their utilization of the hospital-based library based on their 

perceived needs at the time of the crisis. Families elected not to participate in the 

proposed study; however, information and responses to this question were gained from 

the other participants' voices during the entire interview process. 
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In this study, the data collected from the interviews was treated according to 

Moustakas' transcendental phenomenology approach. In Moustakas' approach, 

The inquirer describes their own experiences with the phenomenon ( epoche ), 

identifies significant statements in the database from participants, clusters these 

statements into meaning units and themes. Next, the researcher synthesizes the 

themes into a description of the experiences of the individuals (textual and 

structural descriptions), and then constructs a composite description of the 

meanings and the essences of the experience. (as cited in Moerer-Urdahl & 

Creswell, 2004, p. 6; Moustakas, 1994) 

In Moustakas' approach, the meaning derived from the synthesis of each participant's 

unique experience into one composite description is the ultimate goal. 

Creswell (2003) further described the six necessary steps for data collection and 

analysis. In the first step, Creswell states that the researcher should organize and prepare 

the data for analysis. I completed this step by organizing and preparing the data for 

analysis by transcribing audiotaped interviews and typing field notes. I kept the materials 

from each interview organized and divided into institution-specific folders. I kept all of 

Institution 1 's materials in one folder, Institutions 2's materials in another folder, and 

Institution 3's materials in a separate folder. The data was stored in my home office in a 

locked file cabinet and analyzed by me and reviewed by a professional peer who was a 

doctoral student in Family Sciences at Texas Woman's University at the time of this 

study. 
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In step two, the researcher should provide a thorough examination of the data. In 

reading the information, the researcher should be able to obtain a general sense of the 

data and begin to identify themes in the data (Creswell, 2003). I provided a thorough 

examination of the data. In reading the information, I was able to obtain a general sense 

of the data and begin to identify themes in the data (Creswell, 2003). The themes were 

assigned unique colors; and, in the analysis process, the text was highlighted in the color 

corresponding to the theme. 

In the third step, Creswell (2003) instructs the researcher to read and re-read the 

information and then analyze the data in detail by coding and organizing it into related 

groupings. I read and re-read the information throughout the research process and then 

analyzed the data in detail by coding and organizing it into related groupings. If new 

themes emerged with additional readings, then new groups were created. Before 

proceeding to the next step, I enlisted the help of a professional peer debriefer to 

collaborate on data analysis. She independently coded the data from the pilot study and 

then we compared our analysis to look for similarities and discrepancies. 

In step four, the researcher combines the data groups into descriptive categories in 

order to discover a connection between the themes (Creswell, 2003). I reread the data and 

the coded groupings that emerged in the transcriptions. Then I combined the data groups 

into descriptive categories in order to discover a connection between the themes. 

In step five, Creswell instructs the researcher to conceptualize the information and 

decide if additional materials, i.e. graphs or pictures, are beneficial in the study. 
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I conceptualized the information and decided that the only additional graph that was 

beneficial in the study was a grid highlighting my research questions and interview 

prompts. The final step, according to Creswell (2003), is to interpret the data in light of 

the study' s purpose. The purpose of this research study was to explore children's 

hospital-based library resources available to families in medical crisis. The data was 

interpreted upon completion of these steps in light of the purpose. 

Phenomenology 

Phenomenological inquiry is based on universal descriptions gathered from 

meanings of experiential information (Center for Advanced Research in Phenomenology 

[CARP], 2005 & Lamb, 2007). Its main focus, which is based on the subjective 

perceptions of individuals, is the essence of the entire experience being explored 

(Moustakas, 1994). The goal is a comprehensive depiction of the individual components 

that remains close to each individual experience. According to Smith (2003), 

Phenomenology studies structures of conscious experience as experienced from 

the first-person point of view, along with relevant conditions of experience. The 

central structure of an experience is its intentionality, the way it is directed 

through its content or meaning toward a certain object in the world. 

(Phenomenology section, para I) 

This first-person point of view allows themes to emerge throughout the research process 

that are unique to the experience. Phenomenology allows there to be no right and no 

wrong answers, only individual experiences. And with the researcher bracketing his or 
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her own biases, phenomenological research seeks to achieve wholly unbiased knowledge_ 

(Lamb, 2007). 

In transcendental phenomenology, the idea of the researcher bracketing his or her 

biases is based on the Greek word epoche, literally meaning to refrain from judging 

(Moustakas, 1994). The epoche is the first step in the phenomonological process to allow 

the researcher the ability to completely focus on the participants' experiences instead of 

his or her own. By setting aside biases and prejudgements, the researcher is able to see 

the phenomenon "freshly, as for the first time" (p. 34). This is especially important in this 

type of research since the derivation of participants' meaning is at the core of this 

approach (Babbie, 2004; Moerer-Urdahl & Creswell, 2004). 

Qualitative research using a phenomenological approach studies a small and 

intimate sample of participants in order to identify the essence of the individual ' 

experiences (Creswell, 2003). Phenomenological inquiry allows the researcher to loosely 

structure the interview in order to allow for new and emerging ideas; and the 

phenomenological approach will allow the participants' meanings of the phenomenon to 

be studied. Themes and patterns often emerge from phenomenological qualitative 

interviews that summarize the general experience of the population (Moustakas, 1994). 

This approach allowed the participants the opportunity to individually describe their 

experiences in the hospital-based library with families in medical crisis in their own 

voice, without researcher bias. 
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Pilot Study 

Prior to beginning the proposed study, the phenomenological research questions 

were piloted with five participants currently employed in a children's hospital. These 

participants were two medical librarians, one medical librarian assistant, and two child 

life specialists at a North Texas Children's hospital. Data collection did not begin until 

approval from the Texas Woman's University Institutional Review Board and Graduate 

School was received and each participant gave informed consent. In addition, I was 

required to obtain Institutional Review Board approval at the pilot hospital in order to 

conduct my research on the hospital's campus. My materials from Texas Woman's 

University IRB were reviewed and approved by the hospital's IRB; and, an additional 

consent form specific to the institution was included in the consent process for the five 

participants of the pilot study. 

The pilot-participants each completed an informal conversational interview 

identical to the protocol for all research interviews in the proposed study. 

Recommendations were solicited from the pilot participants at the conclusion of each 

interview. The data gathered from this pilot study was included in the final sample. 

Collection and Treatment of Data 

At the beginning of the interview, prior to any data collection, I gave each 

participant a consent form discussing the intent of the study, risks, benefits, length of 

time required, procedures, purpose, and design. The participants were notified that they 

could withdraw from the study at any time. Only after the participants returned a signed 

consent form did the interview begin. Each participant was given a copy of the signed 
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consent form prior to beginning the interview if they so desired; also, the participants 

were informed that I would like to tape record the interview. Each interview began with 

the following disclosure: 

I would like to tape record what you say so I do not miss any of it. I don't want to 

take the chance of relying on my notes and maybe missing something that you say 

or inadvertently changing your words somehow. So, if you don't mind, I would 

like to use the recorder. If at any time during the interview you would like to stop 

recording, all you have to do is tell me and I will immediately stop recording. 

(Patton,2002,p.381) 

In addition to the use of a tape recorder, I took focused field notes, such as 

specific quotes, statistics, or library data. According to Patton (2002), taking field notes 

in addition to tape recording serves four purposes: to help develop new questions over the 

course of the interview, to serve as a reference before completing transcripts in order to 

explore insights in future interviews, to identify highlights of the interview and facilitate 

later analysis, and to serve as a backup summary in the event of tape malfunction. The 

interview was conversational in nature, and it was allowed to continue until complete; 

however, I attempted to gather the information from each participant within 45 minutes. 

Upon completion of the interview, the participants were thanked for their time and given 

a selection of gift cards to choose from as a measure of my gratitude for completion in 

the study. 

Data analysis was a continual process throughout the research. Each participant 

was assigned a special code: ML (medical librarian), MLA (medical librarian assistant), 
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CLS (child life specialist), or SW/T (social worker/therapist) and the number I, 2, or 3 

(depending on their institution of employment). Once the interviews were complete, I 

transcribed the tape recorded information and handwritten field notes verbatim. These 

transcriptions were reviewed multiple times after each corresponding interview and at the 

completion of the research to gather a sense of the material (Ryan & Bernard, 2003). The 

transcriptions were then coded by me as well as another professional in the Department 

of Family Sciences at Texas Woman's University. Common themes were identified from 

the qualitative interviews. I securely stored all of the audiotapes, transcriptions, and 

computer diskettes/jump drives containing the transcription text files in a locked file 

cabinet in my home office. The participants were given the option to receive a summary of 

the findings upon study completion, which will be mailed to their preferred address 

indicated on the consent form upon publication of the dissertation. 

Validity 

There are eight methods available to help ensure validity (trustworthiness, 

authenticity, credibility) in a study. These include (a) triangulation; (b) member

checking; ( c) rich, thick descriptions; ( d) bias clarification; ( e) reporting of discrepant 

material; (f) prolonged time in the field; (g) peer debriefing; and (h) the use of external 

auditors (Creswell, 2003; Lincoln & Guba, 2000). I implemented bias clarification, peer 

debriefing, rich thick descriptions, and triangulation to establish validity in the research 

and to deliver accurate results. This predicted the transferability of the material from this 

population of children's hospital-based libraries to other similar hospital-based libraries. 
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Bias Clarification 

Bias clarification allows the researcher to conduct researcher independent of his 

or her own biases (Creswell, 2003). These biases were bracketed during the course of 

research to allow me to gather accurate information from the medical librarians, medical 

librarian assistants, child life specialists, and family members. Researcher reflexivity was 

also implemented. This allowed me the opportunity to reflect on my biases and to 

establish trust with the reader through openness. According to Lincoln & Guba (2003), 

Reflexivity forces us to come to terms with not only our choice of research 

problem and with those with whom we engage in the research process, but with 

our selves and with the multiple identities that represent the fluid self in the 

research setting. (p. 283) 

These steps to strengthen validity were enhanced by the process of reflexive journaling 

throughout my research. My journaling followed the SAID approach, which examines 

Situation, Affect, Interpretation, and Decision in each journal entry (Hogan, 1995). This 

helped to keep my journaling systematic throughout the research and is included in 

Appendix B. 

Peer Debriefing 

Peer debriefing involves the researcher's utilization of a professional peer in the 

research process in an effort to enhance accuracy of the data (Creswell, 2003). I asked a 

peer debriefer to read the study and the transcribed field notes and audiotapes. The 

debriefer was encouraged to ask questions and seek clarity to ensure that the study was 

understood by others. 
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· In the current study, I enlisted a fellow doctoral student to serve as a peer 

debriefer. This doctoral student met with me on two occasions at differing points 

throughout the research process to provide an outside perspective and to affirm or contest 

my interpretations. 

Rich, Thick Descriptions 

The use of rich, thick descriptions allowed me to describe the hospital-based 

libraries in significant detail. This may allow readers to feel an element of shared 

experience (Creswell, 2003). I described the physical surroundings, the types of resources 

available, and the general environment of each of the three children's hospitals utilized in 

this study. 

Triangulation 

Multiple data sources were utilized in my research in order to triangulate the data 

(Creswell, 2003). The various experiences of the participants were explored. The stories 

of the medical librarians, medical librarian assistant and social worker who all worked 

full-time in the children's hospital-based library were explored, as were the stories of the 

child life specialists, social workers, and therapists who all visited or referred patients 

from a different department to the children's hospital-based library. In addition, my 

firsthand account and descriptions of the settings and physical resources available 

provided an additional data source to the participants' stories. 

Researcher's Role 

The role of the researcher as the qualitative instrument in this research 

necessitates the disclosure of personal values, experiences and biases at the beginning of 
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the study. For the past three years, I have worked as a pediatric nurse practitioner at a 

local children's hospital. Although I have no direct obligation to the children's hospital

based library at my place of employment, I am still knowledgeable about the medical 

library's services for employees. In the past, I have met and conversed with the medical 

librarian assistant for reasons specifically related to my main job functions at the hospital 

and not for reasons related to this research. It is important to disclose that multiple 

participants in this study were employed at my hospital-based library. 

Due to my previous educational and professional experiences, I strongly believe 

that the library is a valuable, reliable, and reputable information resource for anyone. This 

belief means that I bring certain biases to the research. I began this study with the belief 

that children's hospital-based library resources are a positive and fulfilling option 

available to families in medical crisis that can aid the patient and/or family member in 

positively adapting to the crisis. 

I hold a personal belief in social cognitivism, which states that learning is 

embedded in social networks and that environmental influences are largely mediated 

through cognitive processes (Bandura, 1977). I also agree with several tenets of 

constructivist theory (Vygotsky, 1986), which posits that social interaction plays a 

fundamental role in the development of cognition. Meanings are constructed by the 

individual and his or her culture with the help of more advanced peers or models. In these 

theories, individuals are able to learn and grow based on interactions with more 

knowledgeable individuals (i.e. medical librarians) and the cognitive interpretations of 

those interactions. 
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Upon completion of this research, my alignment with these two theories was still 

intact, but my world view regarding the availability and utilization of library resources 

had shifted. I came to realize that, although resources exist for families, not all families 

utilize the resources (physical or medical library staff) or learn from them. This research 

allowed me a more well-rounded perspective on the process of seeking resources, 

utilizing them appropriately, and learning from them. 

Summary 
\ 

Chapter III presented the methodology proposed to explore the hospital-based 

library resources available for families in medical crisis. The research questions and the 

population were identified, the method of recruitment was discussed, and the procedures 

for executing the research were described. The process of obtaining approval from the 

TWU Institutional Review Board and Graduate School prior to the conduction of any 

research was discussed. Phenomenology and validity as they related to the research were 

also discussed. And, finally, my role as the researcher was mentioned. 
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CHAPTER IV 

RESULTS 

This chapter presents the results of an exploration of children's hospital-based 

library resources for families in medical crisis. A pilot study was conducted with fi~e 

participants to ensure that the protocol and methods were appropriate. After completion 

of the pilot study, participants at two additional children's hospitals were asked to 

participate in informal, conversational interviews about the resources available at their 

children's hospitals. Eleven participants, including medical librarians, medical librarian 

assistants, social workers/therapists, and child life specialists, were interviewed about the 

resources available at their children's hospital-based library and their experiences using 

those resources to help families in medical crisis. Confidentiality was maintained by 

assigning a code name to each participant and each institution. Access to the data was 

limited to me, my advisor, and my peer debriefer. Data were continually analyzed and 

coded for themes. The validity of the study was protected by bias clarification; peer 

debriefing; rich, thick descriptions; and triangulation (Creswell, 2003; Lincoln & Guba, 

2000). This chapter presents a description of the settings and sample and the results of the 

interviews. 

Description of the Sample 

The sample for this study consisted of 11 participants (medical librarians, medical 

librarian assistants, social workers, therapists, and child life specialists) who were 
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employed at children's hospital-based libraries in three North Texas hospitals. Nine of 

the participants were white, non-Hispanic and two were white, Hispanic, although no 

measures were taken to control for demographic factors. Ten women and one man 

participated in this study. Ten participants were employed full-time and one participant 

was employed part-time. 

Timing 

The interviews took place over three weeks at the three institutions. The timing of 

the 11 interviews varied. Four interviews took place before noon and seven interviews 

took place after noon. The earliest interview occurred at 8:30 a.m. and the latest interview 

occurred at 4:00 p.m. The average start time was 1 :45 p.m. I did not notice any difference 

in motivation level or distraction based on interview times, which were scheduled at the 

convenience of the participants. 

Each meeting with the participants began with me introducing myself and getting 

to know the participants by establishing a rapport. The process began before I arrived at 

the institution with me calling the Family Resource Centers at each institution to discuss 

the intent of my study. The participants who expressed an interest arranged a time to meet 

based on their schedules. When I arrived, they were each given a copy of the written 

consent to read, initial and sign prior to the conduction of any research. They were all 

also told the same disclosure at the beginning ofthe interview: 

I would like to tape record what you say so I do not miss any of it. I don't want to 

take the chance of relying on my notes and maybe missing something that you say 

or inadvertently changing your words somehow. So, if you don't mind, I would 
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like to use the recorder. If at any time during the interview you would like to stop 

recording, all you have to do is tell me and I will immediately stop recording. 

(Patton,2002,p.381) 

Once the consents were signed and rapport was established, the interview began. The 

following questions were asked: 

1. What types of resources and services are offered at a variety of children's 

hospital-based libraries for families in medical crisis? 

Prompt: Tell me about your library. 

2. What types of experiences do medical librarians and child life specialists have 

when working with patients and families in medical crisis? 

Prompt: Tell me about a time when you worked with a family in medical 

crisis. 

3. What are the perceived infonnation needs of families in medical crisis? 

Prompt: What kinds of information, resources, and services did you feel 

like the families needed during their child's past medical crisis? 

This question was augmented to solicit answers from the medical 

librarians, medical librarian assistants, social workers/therapists, 

and child life specialists since no family members contacted me. 

The length of the interviews varied based on the participants' level of detail in 

answering the questions. The shortest interview lasted 10 minutes and the longest 

interview lasted 44 minutes. Once the questions had been answered, I thanked each 

participant for their time and stopped recording. 
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Description of the Settings 

Three children's hospital-based libraries were selected as the locations for the 

study. I contacted the Director at each location prior to beginning research and requested 

an agency approval letter granting me permission to be on campus and in the library to 

interview consenting participants. Once agency approval letters were received, I arranged 

interviews at the first institution for my pilot study. Upon completion of my pilot study, I 

arranged interviews at the other two participating institutions. The goal was to conduct a 

total of 12-15 interviews. This included interviews with medical librarians, medical 

librarian assistants, social workers/therapists, child life specialists, and family members. 

However, upon completion of the study, no family members had contacted me with a 

desire to participate in the research. The final sample was 11 interviews. Five interviews 

were conducted at Institution 1; five interviews were conducted at Institution 2; and one 

interview was conducted at Institution 3. Even though I was only granted permission to 

conduct one interview at Institution 3, I felt that the population was appropriate for this 

study. 

Institution 1 

The children's hospital-based library at Institution I was housed in the basement 

of the hospital combined with the staff medical library. In order to get there from the 

main floor, I had to walk to the south end of the hospital and take remote elevators to the 

basement. Once in the basement, the library was immediately to my left and very easy to 

locate. I immediately saw that there were several windows looking into the library. Upon 

entering, I noticed the large, wraparound information desk directly to my right. This main 
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information desk, which is occupied by the medical librarian assistant, serves as the 

central point in the library. Further behind that desk to the right were shelves of medical 

journals, textbooks, and a computer workstation with four computers for employees. 

Directly to my left at the entrance was the Family Resource Center. The library at 

Institution 1 was unique because the Family Resource Center and the staff medical 

library were located in the same physical space, which combines comprehensive medical 

information in one centralized location. The Family Resource Center was contained 

within the larger library, so the door in and out of the Family Resource Center was inside 

the library. This ensured that family members seeking information would enter the main 

entrance and be greeted by the staff prior to entering the Family Resource Center. Upon 

entering the Family Resource Center, I immediately noticed the windows at the top of the 

room. Since the library was in the basement of Institution I, I was able to see the feet of 

pedestrians above at street level and of sunshine pouring into the Family Resource 

Center. 

Once inside the Family Resource Center, there was a desk directly to my right 

that belonged to a medical librarian. This employee is housed in the Family Resource 

Center to be a constant resource for family members utilizing the resources. Behind that 

desk, there was a printer and other office supplies. In front of that desk, there was a 

circular table with four chairs for families to sit and read in close proximity to the 

medical librarian. Further along the right wall was a sofa that was perfectly placed in 

front of a television. The television sat on a cabinet that contained audiovisual resources 

for families. 
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In the center of the room was a circular computer workstation with four 

computers for families. Each computer had its own corresponding chair; and, the 

computers were spaced evenly enough to allow for privacy. Along the back wall of the 

Family Resource Center, there were four bookcases that each had four bookshelves. The 

topics for the materials included (a) Fragile X Syndrome, (b) Childhood Cancer, (c) 

Touchpoints, (d) Hepatitis C, (e) Spina Bifida, (f) Asthma, (g) Childhood Leukemia, (h) 

Bladder Extrophy, (i) Epilepsy, G) Depression, (k) Autism, (1) Lupus, (m) Scleroderma, 

(n) Down Syndrome, (o) Behavioral Issues, (p) ADD, (q) Preemies, and (r) NICU. 

The interviews at Institution I took place in multiple private locations. Three of 

the interviews were conducted in the Director of the Library's office. One interview was 

conducted in the library's conference room. And the final interview was conducted in a 

consultation room on the second floor of the hospital. The temperature at all three 

locations was cool and comfortable. The noise level outside of the consultation room was 

moderate but did not distract me or the participant during the interview. 

Institution 2 

The children's hospital-based library at Institution 2 was conveniently located on 

the main floor of the clinic building separate from the staff medical library. In order to 

get there, I walked through the main entrance and to the right. The Family Resource 

Center was located close to the front of the building, near the cafeteria and gift shop, and 

directly across from the elevators. I immediately noticed the bright, primary colors and 

abundant windows. Upon entering, I discovered a massive collection of information. 

Lining the entire right side of the Family Resource Center and continuing right around 
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the curved wall, were multiple bookshelves. Immediately to the right of the entrance were 

10 tier bookshelves with booklets, pamphlets and handouts. 

Next to that, following the curve around the room, were bookcases with a variety 

ofreading materials. In the adult section, the topics included (a) Transition to Adulthood, 

(b) Disability Awareness, ( c) Dyslexia, ( d) Learning Disabilities, ( e) Home 

Modifications, (f) Recreation/Exercise, (g) Genetics, (h) Assistive Technology, (i) 

Arthritis, (j) Spina Bifida, (k) Scoliosis, (l) Limb Differences, (m) Asthma/ Allergies, (n) 

Epilepsy, (o) Autism, (p) Support Groups, (q) Lupus, (r) Child Development, (s) Grief, 

(t) Parenting, (u) Families and Disabilities, (v) Teasing/Bullying, (w) Down Syndrome, 

(x) Nutrition, (y) Chronic Illness, (z) Sensory Integration, (aa) Cerebral Palsy, (bb) 

ADDI ADHD, (cc) Adolescence, and ( dd) Reference. Several of these resources were also 

readily available in Spanish. 

In the kids' section, the topics included (a) Dyslexia, (b) Juvenile Arthiritis, (c) 

Scoliosis, (d) Grief, (e) Siblings, (f) Hospitalization, (g) Teasing/Bullying, (h) Cerebral 

Palsy, (i) ADD/ADHD, and G) Pleasure Reading. There were also more than 215 

pamphlet and/or brochures. This included, camp flyers, ECI, Texcare, Su Familia 

(Spanish handout), insurance information, child safety tips, guides to English classes, the 

ADA, information on transitioning to college, and information on a variety of support 

groups. In addition to a model of a spine on top of the bookshelves, there were also 

several decorative pictures. There was one of a girl in a cowboy hat, a blonde hair boy 

with glasses on a swing set, and a girl playing on a playground. 
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In the center of the room, to the right, was a small round table that was child 

height. It contained even more pamphlets. There were four child-size chairs with small 

yellow rubber ball stoppers on the bottom of each one for easy maneuverability. Further 

pastthe child table to the right was a long rectangular adult table. It had six blue chairs to 

comfortably accommodate six adults. Directly in the back of the room was a computer 

workstation with two computers and a printer. This station was handicap-accessible and 

was easily adapted to children in wheelchairs or children confined to bed. 

Along the left side of the Family Resource Center, there were three small rooms 

with doors. The first small room on the left was the media room. Inside this room were 

seven adult-size blue chairs with yellow ball stoppers on the bottom. There was a small 

child-size green table in the room as well for children. Next to it was a box of age

appropriate toys. Hanging on the wall to the left of the entrance to this room was a picture 

of a girl smiling. There was also a television with a VCR/DVD combination player for 

families to view the over 250 DVDs and videos. This room also served as a consultation 

room for child life to speak to families or as a private area where families could shut the 

door to peruse information. 

The next two small rooms were the offices of the medical librarian and the social 

worker. Inside these offices, the staff maintained two important resources. The first was 

an agency database that contained over 15,000 listings of related agencies. This database 

was established to link families to area resources related to their child's medical crisis. 

The second was a peer support database that included information for over 160 families. 
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This database was established to connect families experiencing a medical crisis to other 

families who have experienced a similar crisis. 

All five interviews took place inside the Family Resource Center at Institution 2. I 

sat across from each individual participant at the rectangular adult table in the Family 

Resource Center for each interview. The table was located directly below two air vents, 

so the temperature was quite cool and the air noise was higher than my interviews at 

other institutions. Since these interviews took place in a common area of the Family 

Resource Center, the noise level was slightly higher than expected; however, it was not 

disruptive to me or the participants. 

Institution 3 

The children's hospital-based library at Institution 3 was located on the seventh 

floor of the main building separate from the staff medical library. In order to get there, I 

took the elevators to the seventh floor and the Family Resource Center was easily 

located. As I entered, I noticed the floor-to-ceiling windows located all along the back 

wall that provided abundant sunshine and views of the city below. The light hardwood 

floors shined in the sunlight. Immediately to the left were four bookcases, two cabinets, 

and a computer workstation with pamphlets lining the wall. These pamphlet topics 

included (a) Poison Safety, (b) Pedestrian Safety, (c) Safety), (d) Car Seat Safety, (e) 

Internet Safety, (f) Autism Speaks, (g) Insurance Advocacy & Stuttering, (h) Good 

Information on the World Wide Web from the National Library of Medicine, (i) CDC 

Child Development in English and Spanish, G) Social Skills Group, (k) TX Talking 
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Textbook, and (I) Mental Health. There were also several books, including sections on 

health, family and social issues, juveniles, fun magazines, and reference materials. 

Against the back wall, in front of the floor-to-ceiling windows, was a computer 

workstation with two additional computers facing each other and separated by a partition 

for privacy. Directly in front of the workstation were two chairs for reading separated by 

a decorative tree. To the right of the workstation, along the back wall, were two more 

double sided bookshelves containing resource materials and pamphlets. Pamphlet topics 

included (a) Acne, (b) Anxiety Disorder, (c) Arthritis, (d) Autism, (e) Autoimmune 

Disorders, (t) Brain Cancer, (g) Cancer, (h) Communicable Diseases, (i) Congenital 

Heart Disease, G) Connective Tissue Diseases, (k) Leukemia/Lymphoma, (l) 

Medications, (m) Safety, and (n) Sickle Cell Disease. 

Immediately to the right of the entrance was a curved desk that came out from the 

wall. On top of it were several pamphlets with topics such as ARC, car seat safety, 

Family Resource Center information, request for information forms, and talking textbook 

programs. Further past the curved desk was a small rectangular desk that contained 18 

more English and Spanish pamphlets. Behind these two desks were a computer and chair, 

a phone, and a return book cart. This provided a workspace for the employees and a 

centralized information desk for the families. 

In the far right comer of the Family Resource Center was a children's collection 

room separated from the remainder of the center by two dressing room doors. Inside the 

children's collection area, the lighting was hidden in the molding and the sunlight 

streamed through the windows, making the space feel very warm and inviting. Along the . 
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back and right wall there were seven bookcases with five shelves each. Book topics 

included (a) Young Adult, (b) Juvenile Fiction, (c) Juvenile Fiction Spanish, (d) Juvenile 

Non-Fiction, (e) Easy Fiction, and (t) Easy Readers. Along the left wall, in front of the 

floor-to-ceiling windows were a chair, a green bean bag, a yellow bean bag, and another 

chair. A television with VCR/DVD combination was mounted in the front left comer of 

the ceiling. 

The interview at Institution 3 took place off campus as was stipulated by the 

Institution. I met the participant at the Family Resource Center, but we did not begin our 

interview until we were off campus at another facility. This interview took place in a 

quiet comer of a cafeteria. The temperature was cool and comfortable; and the noise level 

was average. 

Findings 

In the first step for data collection and analysis described by Creswell (2003 ), I 

organized and prepared the data for analysis by transcribing audiotaped interviews and 

typing field notes. I then provided a thorough examination of the data. In reading the 

information, I was able to obtain a general sense of the data and begin to identify themes 

in the data. Next, I read and re-read the information and then analyzed the data in detail 

by coding and organizing it into related groupings. I then combined the data groups into 

descriptive categories in order to discover a connection between the themes before 

conceptualizing the information. Finally, I interpreted the data in light of the study's 

purpose to explore children's hospital-based library resources available to families in 

medical crisis. 
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After the data were coded and analyzed, the responses were clustered into two 

main categories: (a) dichotomy of the library's function and (b) barriers to obtaining 

health information. The dichotomy of the library's function category relates to the 

research questions "What types of resources and services are offered at a selection of 

children's hospital-based libraries for families in medical crisis?" and "What are the 

perceived information needs of families in medical crisis?" The barriers to obtaining 

health information category relates to the research question "What types of experiences 

do medical librarians and child life specialists have when working with patients and 

families in medical crisis?" 

The first research question in this study was, "What types of resources and 

services are offered at a variety of children's hospital-based libraries for families in 

medical crisis?" The purpose of this question was to allow the participants the individual 

opportunity to uniquely describe their libraries from a first-person point of view. It sought 

to examine the different libraries' structures and available services, types of resources 

and information, and benefits to families through the voice of the participants during the 

interviews. 

The third research question in this study was, "What are the perceived 

information needs of families in medical crisis?" This was intended to allow the families 

to reflect upon past medical crises and discuss what types of information and resources 

they needed from the hospital-based library. Since families chose not to participate in the 

study, this question was inadvertently answered by the other participants' interview 

responses on their perceived information needs for the families in medical crisis. These 
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responses were grouped into the themes for research question 1 since the participants' 

ultimately answered this question through their voices throughout the interview. One 

major theme and two subthemes were identified. Table 2 lists this theme and subthemes. 

Table 2 

Theme and Subthemes from Research Question 1 and Research Question 3 

Theme Subtheme 
1. Dichotomy of the library's function a. a resource for health information 

b. a connection to the outside world 

The second research question for this study was, "What types of experiences do 

participants have when working with patients and families in medical crisis?" This 

allowed the participants the opportunity to reflect on specific instances when they 

assisted a patient and/or family member in medical crisis. The question also allowed the 

participants to reflect on their experiences and the emotions surrounding their 

involvement in the library. One major theme and three subthemes were identified. Table 

3 lists this theme and subthemes. 
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Table 3 

Theme and Subthemes from Research Question 2 

Theme 
I. Barriers to obtaining health information 

Subtheme 
a. inconsistent hospital and 

community marketing 

b. lack of visibility 

c. lack of 24/7 staff coverage in the 

library 

Presentation of Themes 

The three research questions we designed to explore the resources available at 

children's hospital-based libraries for families in medical crisis. They were also intended 

to explore the participants' experiences working with families in medical crisis utilizing 

these resources. The research questions also allowed the participants to discuss the 

perceived information needs of families in medical crisis through their own voices 

throughout the research. 

Research Question (RQ) 1 and Research Question (RQ) 3: Resources and Services 

The children's hospital-based libraries were based on three distinct models with 

varying staffing, resources, and experiences. The Family Resource Center at Institution I 

was founded by a physician approximately twelve years ago with the intent to deliver 

"understandable, quality information for parents." At the time of this study, the library, 
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which was located in the same physical space as the staff medical library, was open 

Monday through Friday from 8:00 a.m. to 5:00 p.m. It was staffed by a full-time medical 

librarian, a part-time medical librarian, and a medical librarian assistant. This Family 

Resource Center offered unique services such as hand-delivering requested information 

to the patients' room in order to allow parents to remain at the bedside. The children's 

hospital that housed this Family Resource Center also had an online function for doctors 

or providers to electronically enter a computer request for information to be delivered to 

the patients or parents. 

The Family Resource Center at Institution 2 was founded ten years ago with the 

mission to "provide a comfortable atmosphere where children and their families can learn 

about their condition as well as how to access more treatment and support resources." 

The aim was to "enable children to reach their fullest potential and improve their quality 

of life." At the time of this study, the library, which was located in its own distinct 

physical space, was open Monday through Friday 8:00 a.m. to 4:30 p.m. Families were 

able to access the Family Resource Center after hours by contacting security for 

admittance. It was staffed by a full-time medical librarian and a full-time dedicated social 

worker. On average, there were approximately 6,000 inquiries (visits and by phone) to 

this Family Resource Center per year. The Family Resource Center at Institution 2 was a 

unique model because it employed a full-time social worker in the Family Resource 

Center. This social worker's main job function was to connect patients/families, 

especially those who had been denied services, with community resources. The social 
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worker kept an extensive community resource database that cross-referenced conditions 

and resources. 

The Family Resource Center at Institution 3 was founded three and a half years 

ago to help patients and parents find "infonnation about their child's illness or treatment" 

and to be a place where "children can find joy in reading a good book to listening to a 

story ... " At the time of this study, the library, which was located in its own distinct 

physical space, was open Monday through Thursday 9:00 a.m. to 12:00 p.m. and 1 :00 

p.m. to 7:00 p.m. The library was open Friday 9:00 a.m. to 12:00 p.m. and 1 :00 p.m. to 

4:00 p.m. The library was accessible after hours and on weekends depending on 

availability of volunteers. It was staffed by two full-time medical librarians and one part

time medical librarian. Although, at the time of this study, one of the full-time medical 

librarians was in her final two weeks of employment at the Family Resource Center. 

There were approximately 5,000 visitors to this Family Resource Center in the previous 

year. The Family Resource Center at Institution 3 was unique because it contained a 

separate "pleasure reading" area for children that was not focused on disease conditions 

but rather on enjoyment. 

RQ 1 and RQ 3 Theme 1: Dichotomy of the Library's Function 

Through the exploration of the resources at children's hospital-based libraries, the 

participants of this study identified two main functions of the children's hospital-based 

library: a resource for health infonnation and a connection to the outside world. The 

participants dichotomized the library's function into these two specific parts; either the 
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parents were frequenting the library for health information, or they were frequenting the 

library for a connection to the outside world. 

RQ 1 and RQ 3 subtheme 1 a: A resource for health information. As a resource 

for health information, the library provides reliable health information related to the 

diagnosis as well as professional staff to help families navigate the material. The library 

can also provide social services such as tax forms, insurance information, and social 

security papers necessary for medical treatment. The library is also equipped with 

computers, phones, copiers, and fax machines for the parents to use in relation to their 

needs during the medical crisis. Through the voices of the participants, the need for 

diagnosis-specific information emerged as one of the perceived needs of families in 

medical crisis. This function of the library provides families with a resource for health 

information. One child life specialist who works with a specific population of chronically 

ill children, stated, 

I think it also depends on the parent, too, whether they're just going to listen to 

the doctor or whether they're going to get as much information as possible. Or, 

with my diagnosis that I work with, it's a lot of researching a lot of what is that 

diagnosis, what is the percentage that they'll fully recover? What happened to 

people who have this injury-what's their life outlook kind oflook like? 

A medical librarian at another institution echoed the need for specific information: 

We've had parents, um, that have come, um, maybe their child had their appendix 

removed. All they want to know is exactly where it was and what did that thing 

do anyway. And often they just want a graphic, a picture, to say, "Oh, ok, now I 
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know." Because things have happened so quickly ... you know, the kid had a pain, 

they came into the emergency, now they're going to surgery ... they said it was the 

appendix. Now, ok, fine. And, so, we have something as simple as that. We have 

people just wanting definitions ... uh. Maybe some drug information ... all the way 

up to a brand-new cancer diagnosis where the educator hasn't gone to see them 

yet and they just really want information ... to those parents that the child's had a 

chronic cystic fibrosis, whatever the case might be, and they've educated 

themselves throughout the child's process and now they're just wanting a little 

more information for this visit. So, there, we have that broad spectrum. I think it 

also depends on the parerit, too, whether they're just going to listen to the doctor 

or whether they're going to get as much information as possible. 

There are many ways the families in medical crisis can obtain the specific 

information from the children's hospital-based library. These include utilizing staff to 

search the materials or utilizing the internet to conduct searches. One medical librarian 

felt that the internet was the preferred method of searching. 

I have the feeling that, uh, the internet is much more deeply used than the books. 

Used to be a huge pamphlet collection, but with the advent of the web, as it is, 

that really wasn't. . .it was very hard to maintain for one thing, but it was not a 

very good use of anybody's time and space. Uh, but I think people are ... Many 

people now are geared towards looking on the web or comfortable at least when 

we help them through it...And for us that means something good it means they are 

getting the newest stuff ... 
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A medical librarian assistant who works closely with families in medical crisis in 

the library, described the process of obtaining information with the help of the staff. 

First I find out what they want and I say, "How may I help you?" and make sure 

they are, you know, not an employee, because sometimes employees don't wear 

their badges, which they are suppose to, and then I ask if I can help them and they 

say, "I am looking for information on this or that." and what I immediately do is 

get them out of here and into the family library and, a, I say, "What do you need 

information on?" If there's other families in there, I put a pad in front of them, 

too, if they don't want to talk about it. And then what I do is I say, "We can help 

you with this." and then I say, I say "Do, do you like to work on the computer? Is, 

are you more comfortable doing it yourself and letting us get you to where you 

need to go or want me to do it? And then, depending on what they say, depends 

on whether I just get them to the websites that are going to have the good 

information and show them where the printer is, or I will physically sit down and 

find the information for them and print it for them. So. I've got two options there. 

RQ J and RQ 3 subtheme 1 b: A connection to the outside world. As a connection 

to the outside world, the library provides internet access for patients and families to 

notify outside family members of the medical condition via email or care pages. The 

internet also allows the families to stay connected to their lives at home by paying bills, 

communicating with their jobs, and keeping updated on the local news or weather. The 

library also provides an opportunity for respite from the child's bedside. Through the 
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voices of the participants, the need for the families' connection to the outside world 

emerged as a perceived need of families in medical crisis. 

A child life specialist described the important function of the library as a way to 

communicate with the outside world. 

Um, and then I know a lot of them use it [the library] just to communicate with 

the outside world through updating their care pages, checking their emails ... cause 

it can be so overwhelming to be on the phone all day long that so many have gone 

to care pages and things. So, it's a good web access for them. 

Two medical librarians also agreed that the library is frequently utilized as a way 

to connect with the outside world. One of the medical librarian stated, "I am going to 

guess, 70-80% of the time th~y just want to use the internet. They want to pay a bill. 

They want to use email. Check email. Make changes on their webpage. Something like 

that." The second librarian agreed. 

The secondary thing that we do is allow parents and families and some patients, 

depending on their age, to actually come down to the library. They could do 

internet access, which is not, um, readily available in a lot of other areas in the 

hospital. Our internet connections are good because they are actually going 

through the hospital's firewall, unlike a couple of other places in the hospital. Uh, 

plus it's a quiet place for people to be a little more relaxed in a different type of 

atmosphere. 
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A social worker at another institution discussed the need to utilize the library as a 

connection to the outside world even if the family has a personal laptop . 

... but for those people who don't have their own, um, laptop, or whatever, to 

bring with them, it's the only place they can get, um, internet access like email, 

and the only place if they do have their own computer where they can come and 

print things out. Um, it gets used for that purpose and not so much for the 

information. 

There is also the potential for a family member to seek out the hospital-based 

library for specific information and then continue to use it as a connection to the outside 

world (or vice versa). A medical librarian discussed this potential for the library's two 

functions to coincide . 

. . . and they' 11 often come to get that information and then they continue to come 

down to do using just the computer because it's that immediate information need 

was taken care of. Um, others are, you know they'll come down because they 

want to use the internet and they don't need any information, and then the fourth 

or fifth visit they want it. The families who ... "Do you need help getting 

information?" ... ''No, I don't. .. " They get on Yahoo or Google and get 1.3 million 

hits, get overwhelmed and then ask for help. So, every family deals with it a little 

bit different, we don't push ourselves on them. 

Research Question 2: Barriers to Obtaining Health Information 

All 11 participants indicated a variety of barriers to families seeking health 

information from the children's hospital-based library resource during medical crisis. 
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This included access to specific health information and access to the library for a 

connection to the outside world. The three subthemes that emerged were inconsistent 

hospital and community marketing, lack of visibility, and lack of 24/7 staff coverage in 

the library. 

RQ2 subtheme: Inconsistent hospital and community marketing. All 11 

participants indicated a deficit in the marketing of the library/Family Resource Center. 

This deficit ranged from poor intra-hospital communication amongst staff to non-existent 

community awareness, and the similarities existed among all three institutions. One of the 

deficits in marketing is the lack of knowledge on the employees' part. A social worker at 

one of the institutions and a therapist at another institution both agreed that not all 

employees are properly informed about the library. 

We're trying to get every employee in here for a tour before they go to their, their 

specific areas so that they physically see us and they know what they can tell the 

families, uh, up to the rooms and tell them again, "We have a resource center 

here". Some of the older employees, unfortunately, don't know we're here. And I 

don't know how they don't know, but they don't (laughter). 

The therapist from the other institution agreed by saying, "It's lack of knowing 

that we're here. That's the major thing." And, the medical librarian at yet another 

institution echoed those results by emphatically stating, "We're the best kept secret. But 

we don't want to be a secret!" 

Another deficit in the marketing is the various ways that families find out about 

the library. These inconsistencies are highlighted by the voice of a medical librarian. 
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One of the things that we find is that there is no consistent way to find out about 

the library because some people find out about it on the TV screen scroll that we 

put up. Some get it in the booklets that are given to them at the time they are 

admitted ... some trip over it because they are in the [area] and they were looking 

for medical records or something. Um, sometimes they are referred down because 

of the computers. Sometimes, when [the medical librarian assistant] visits the 

floor. So, so we haven't found any one way where you can reach everybody, so I 

think it's kind of interesting. It's not like you can make sure everybody that walks 

in gets it. Because even if they get the information, they don't process it until they 

need it. Or they don't know they need it until somebody helps them get it. 

One child life specialist explained how she chose which families she referred to 

the library. 

I think that, um, I know that, there were some times when they were trying to do 

some more promoting with the bookmarks and things like that to help get that 

information out there. Me personally, it was probably more when I identified and 

saw that it was a need ... then I would try to direct them [families] to that place 

[library]. 

Another child life specialist at another institution echoed the first child life 

specialist's method for referring patients and families to the library. 

I initially tell them where computers are that they can use. Most the time my 

patients have been in the hospital for some period of time before they get to me-

some have heard about it and some haven't. Um, some are still in shell shock 
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when they get to me. It hasn't even crossed their mind ... "maybe I should look 

into some things." So, it's kind of just on a case by case ... how I refer them or 

what they know or what they don't know ... suggestions I make. 

A third child life specialist agreed with the idea of referring on a case by case 

basis depending on the families. 

I don't, you know, I don't know that I always did tell every family. Um, I know 

that they had bookmarks and we have information in our office, so, um, it was 

probably more often that I would identify that they were really kind of looking or 

making would have that need. Um, you know, more so-and part of that is 

probably just because we are telling them about so many other things when we are 

introducing ourselves. 

Families may also find out about the library through print or visual media 

throughout the hospital. One therapist highlighted this point by describing two ways a 

family might find out about the library. 

In their admission packet they get information on us. And, uh, a lot of times they 

find out from the staff. 'Ah, why don't you go down to the resource center and 

can get some information?' Or, •'Here's a number. We'll call for you."' 

Another deficit is the lack of overall marketing in the community. One medical 

librarian truthfully reflected, 

Um, there hasn't been an active marketing effort on our part. Um, there's a lot of 

things that go into that. The main thing that has to be considered is, if you want to 

78 



start a program like that, you have to figure out how you can do that. Staffing is 

such a big, um, thing. 

A social worker and a child life specialist at other institutions agreed that lack of 

marketing was an issue. "But for some reason, I mean we have community members call 

us up, but they're probably referred by somebody who knows we're here, but, yeah, 

that's, that's something that probably would be a good idea. Marketing ... " " ... um, 

marketing, marketing, marketing. That's what I think the major thing is." Finally, a 

medical librarian summarized the difficulties with marketing within the hospital 

environment and into the community. 

I don't think that we publicize outside of here, anywhere, that there is a library. 

There probably has been one, or maybe even two, articles that mention the library 

in the newspaper. There use to be a lady who did some reporting and I think she 

mentioned that. Maybe the volunteers know about it and the refer people to it. A 

family might tell somebody about it once they are out, but we don't publicize it. 

Whether that, I think, right now our library has a hard enough time making itself 

known to our own staff and to the families and patients who are here that if we 

had the energy and the wherewithal to do it, we should probably should be doing 

it here first. I also know that some people at the public library know that it's here 

because [ our medical librarian assistant] has good ties with them and used to work 

at the public library. So, they may, if people come looking for health information 

be able to pass along. My guess is that they probably don't. Some communities 

have very good ties between medical libr~ies and public libraries and actually 

79 



cooperate with collection building, as well as resource sharing and reference 

work, to answer your question. And, we don't have that at this point. One of the 

things we might ask, as well, is with the three of us taking, doing as much as we 

can now, with the hours that we have would we even have time to handle more 

from outside ifwe, ifwe had it. I don't know. That is probably a question we 

haven't answered yet. 

RQ 2 subtheme: Lack of visibility. The location of the Family Resource Centers at 

the three institutions varied from the basement, to the main floor, to a comer of a higher 

patient care floor. Only the Family Resource Center located on the main floor was visible 

to almost all passersby. Every participant at Institution I and Institution 3 indicated that 

location was a barrier to accessing the library for information/resources. 

A medical librarian at one institution stated, "Our location doesn't help. Ideally, 

we'd like to be someplace else, and who knows, that might happen. Uh, so, I mean, it 

would be nice if it was a little more accessible to families as well as staff." And, at 

another institution, all of the participants stated that location was a barrier to access for 

families. 

And, um, another is to be centrally located in the hospital. That's a major, major 

point because if you're tucked away someplace and, a, don't have people walking 

by and saying, having a sign that says, you know, logistic family resource center, 

there's a barrier right there for them not to even know that you're there. Not that I 

don't love where we are, but that is a major thing. Just needing to have to get 
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down here in part opposed to being right in the central by say, the cafeteria, or 

Starbuck's, gift shop or main entrance. (Medical Librarian) 

I think it is hard with the location of our library ... that makes a big difference. I 
•' 

don't know if that's another question, but, you know, it is so out of sight. So, um, 

we talk to the parents about family libraries, you know and other things like that. 

But, parents just don't know that it's there. They don't come down to the 

basement area for anything else, so it's hard for them to even really know unless 

you tell them. (Child Life Specialist) 

But, like I said, I wish it was more available. I think parents would use it a lot 

more, too if there was a better-I've been at other hospitals where it's on the main 

floor and parents are able to just walk by and be like, "Oh wow, here's all these 

resources" and, you know, it's that inviting and I think that it's, I don't know, it's 

just different. (Medical Librarian) 

RQ 3 subtheme: Lack of 24/7 staff coverage in the library. All three institutions 

had regular operating hours that did not extended 24/7. Institution 2 offered after-hours 

access via security but there was no staff available to help the families obtain medical 

infonnation. Institution 3 offered after-hours and weekend coverage based on the 

availability of volunteers, but that coverage was inconsistent and the volunteers were not 

masters'-prepared medical librarians. Each participant expressed a desire to have 

extended hours and weekend coverage for families in medical crisis needing infonnation. 

One social worker stated, "Like, we're here 8:00-4:30, but the parents are here most of 
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the time 24 hrs. a day. So, I think it would be a good thing to have like evening hours, 

too." Another social worker at the same institution agreed. 

This library is open to anybody who wants to come anytime. So, as long as they 

come anytime Monday through Friday, which is not really very fair .... I think the 

time issue is really critical, the fact that people during weekends and nights can't 

get to the information or that someone is not here. I'm not suggesting that we try 

to staff 24 hours a day, but I, I think it is, it's an issue sometimes. 

At another institution, the hours were as much of a barrier as the location. Two 

medical librarians stated: 

It would be great if it [hours] was extended into the evening. Um, location, 

definitely, is something because it's far away from where the patients are. It 

would be ideal if it was close to the information desk or something. But those are 

the main complaints I've heard. Most of the time, when families get down here, 

they have great access to everything and they find it really helpful. It's just the 

hours and location that. .. prevents them from coming sometimes. And when they 

get down here, and it's time to close ... 

I've mentioned location and the hours .. .I think that's one of the hardest 

things ... just. .. you think about families who come in in crisis is that they don't 

always come in 8:00-5:00 or whatever, you know .. .I think that's one of the 

biggest things ... .is being able to meet that need when it's appropriate. But then 

sometimes they come in in that crisis it's not necessarily needed right then and in 
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that moment, too. So, um, you know, it's ... yeah, I don't know, it's ... that's a 

hard ... question. Cause, like I've said, I've been some other places where it seems 

a little bit more available. 

A child life specialist at this institution and a medical librarian assistant also 

agreed that, at this institution, hours are a barrier. 

Right now, the resource center is open Monday through Friday between the hours 

of 8:00-5:00. We do have a number of resources available online that, uh, the 

different departments can go online to do that.. .. but, if the family themselves 

needed the information, wanted to get the information, needed to get on the 

computer, it unfortunately has to be between those hours right now. 

Finally, at another institution, a medical librarian reflected on the limits of time 

imposed by strict operating hours when accessing information. 

If you're on the weeken'd or the family is going home, you know-so there was 

some of that, um, with hours that I did notice where sometimes families would be 

like, "Oh" or they were trying to rush, you know, to kind of get in. So, I think 

that's the thing: You want to have time to sit and look. Especially if you're not 

familiar, to have to go in there, you know, to be able to help. So that made it hard, 

um sometimes. Cause we had a lot of families, especially with traumas and things 

like that-they came in at all hours. You know, they come in in the middle of the 

afternoon and, you know, they're there for two days. Or, you know, a new 

diagnosis, you know, they're so overwhelmed and they want that information, 

like, you know, right then. 
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Only one participant, a medical librarian, mentioned the direct impact of staffing 

on extended operating hours. 

Our staffing level isn't going to increase at this moment ... something that you can 

always try to increase. So, that's one of those things that you have to ask yourself: 

If we want to develop a program like that, how do you not just make it work but 

you know everything that's involved with it. .. the resources, the staffing 
:· 

resources, all of that. 

Summary 

This chapter discussed the findings of a qualitative exploration of children's 

hospital-based library resources for families in medical crisis. A description of the 

settings and sample utilized in the research were discussed. The themes were separated 

into Research Question I/Research Question 3 and Research Question 2. The findings 

described the dichotomous function of the library from the participants' viewpoint. This 

included subthemes of the library as a resource for health information and as a connection 

to the outside world. The findings also identified the participants' perceived barriers to 

accessing health information. These subthemes included inconsistent hospital and 

community marketing, lack of visibility, and lack of 24/7 staff coverage in the library. 
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CHAPTERV 

DISCUSSION, LIMITATIONS, IMPLICATIONS, AND RECOMMENDATIONS 

Discussion 

This study utilized a qualitative, phenomenological approach to explore children's 

hospital-based library resources available to families in medical crisis. Specific resources 

were explored in interviews with medical librarians, a medial librarian assistant, social 

workers, child life specialists, and therapists who were asked about the children's 

hospital-based libraries and their experiences working with families in medical crisis. 

Analysis of the interviews was conducted to develop themes around the three research 

questions. The research questions for this study were: 

1. What types of resources and services are offered at a variety of children's 

hospital-based libraries for families in medical crisis? 

Prompt: Tell me about the library at your children's hospital. 

2. What types of experiences do participants have when working with patients 

and families in medical crisis? 

Prompt: Tell me about a time when you worked with a family in medical 

crisis. 

3. What are the perceived information needs of families in medical crisis? 

Prompt: What kinds of information, resources, and services did you feel 

like you needed during your child's past medical crisis? 
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The phenomenological nature of the informal interview was designed to explore 

the essence of the children's hospital-based libraries (Moustakas, 1994). The first-person 

point o( view from the participants allowed themes to emerge throughout the research 

process that were unique to the experience. Phenomenology allowed there to be no right 

and no wrong answers, only individual experiences. This chapter provides a summary of 

those experiences and a discussion of the themes that emerged from the analysis of the 

interview data. 

Limitations 

The purpose of this study was to explore children's hospital-based library 

resources for families in medical crisis. I chose to interview participants at three North 

Texas children's hospitals in order to gather a sense of the resources available. As a · 

result, one of the main limitations to this study was that the medical librarians, medical 

librarian assistant, child life specialists, social workers, and therapists may have had 

varying previous experiences with medical crisis, which may have altered their 

knowledge of access to certain resources. For example, if one of the medical librarians 

had consistently helped families of pediatric cancer patients, she would be knowledgeable 

about the resources available to families in that specific medical crisis. However, if she 

encountered a family whose child had a rare genetic disorder, that same librarian might 

be less knowledgeable about the resources available to that family. 

Another limitation of the study was the medical librarians', medical librarian 

assistant's, child life specialists', social workers', and therapists' differing personal 

preferences for information. For example, at Institution 2, there was an abundance of 
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print materials. There were over 215 handouts and pamphlets in addition to the massive 

collection of books. The staff at this institution expressed comfort in utilizing these print 

resources. In contrast, there were almost no handout or print materials at Institution 1, 

which also had a very limited book collection. The staff at this institution expressed 

enthusiasm for online resources and the Internet. Therefore, if the same family sought 

resources at each of these institutions, their experiences would be different. 

Another limitation to this study was the staffs individual abilities to access 

different resources. Only two out of 11 participants were bilingual (English and Spanish). 

The remaining participants were required to utilize translation services when they 

assisted a family who spoke a different language. A majority of the participants also 

discussed the degree of difficulty in readily obtaining quality health information for 

families who spoke a language other than English or Spanish. The participants discussed 

the lack of valid resources in French, Vietnamese, or Chinese, for example, for families 

in medical crisis. 

Upon completion of this study, a final limitation was the lack of contact by 

families to participate in my research. This lack of participation ultimately decreased my 

projected sample size of 12 participants to 11 participants. However, this was not a major 

limitation since the original research question intended for families was ultimately 

answered through the voices of the other participants. My original research question for 

families, "What are the perceived information needs of families in medical crisis?" was 

designed to allow the families to reflect upon past medical crises and discuss what types 

of information and resources they needed from the hospital-based library. After I 
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completed my interviews with the other participants, I gave each participant a stack of 

my business cards and asked them to give my contact information to any families they 

worked with who have utilized hospital-based library resources during past medical 

crisis. This was to allow interested families to initiate contact with me if they chose to 

participate in the study. Unfortunately, no families contacted me to participate in my 

research, so that specific component was not included in the study. However, the 

information about families was obtained through the other participants' voices. 

I chose to leave business cards with participants who regularly work in the 

children's hospital-based library rather than attempt to recruit family participants myself 

for specific reasons. These professionals are experts in assisting families in medical crisis 

who are seeking information. They have worked with the families in the past and have 

already established initial contact. By leaving business cards with the participants, they 

were able to discuss the study with potential family members in person without making 

them feel directly obligated to me to participate in the research. This was the least 

intrusive way to notify families about the study and offer them the opportunity to choose 

to participate in the research. This approach was validated by Dyregrov (2004 ), who 

found that participants prefer the first approach by a researcher to participate in a study to 

be initiated by written information and "not forced upon them through telephone contact" 

(p. 398). This is especially true when addressing a potentially vulnerable and stressed 

population who may require additional time to consider the research study and the risks 

and benefits. 
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A study conducted by Hynson, Aroni, Bauld, and Sawyer (2006) to address the 

knowledge deficit in how bereaved families in medical crisis perceive their participation 

in research also concluded that is important for researchers to use the least intrusive 

methods in their approach. This study examined parents who were at least six months but 

no more than twenty-four months into bereavement. A majority of the 45 families in this 

study indicated that the preferred approach was receiving a letter describing the purpose 

of study, which allowed them time to consider their participation in the study. These 

parents preferred the sensitivity of this approach because of the unpredictable influence 

of bereavement on their day to day activities. The families felt that if they received a 

letter on a "bad" day then they would have several days to reconsider the study before 

answering, as opposed to if they received an unexpected telephone call in the middle of 

that "bad" day and automatically declined to participate. 

Implications 

Implications from this study may be useful to children's hospital-based library 

staff members (medical librarians, medical librarian assistants, and social workers), staff 

who utilize children's hospital-based libraries ( social workers, child life specialists, and 

therapists), hospital administrators, families with children in medical crisis, and 

community members. A current study was necessary to explore children's hospital-based 

library resources for families in medical crisis due to a lack of general baseline 

information regarding existing available resources. I was able to find past research that 

examined utilization of staff within medical libraries, but no literature existed that took a 

preliminary look at the various materials and resources within the children's hospital-
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based library. As a result of my study, I discovered that many excellent resources exist 

for families as long as they can access the library and the staff is able to help them. This 

study identified the types of resources available to the parents and siblings of children 

diagnosed with a chronic or terminal medical condition. 

Recommendations 

The ultimate goal of this research was to explore children's hospital-based library 

resources and provide a foundational summary of those resources available in North 

Texas. The results of this study illustrated the need for future research in this area. I 

intend to submit the results of this study for publication in the Journal of the Medical 

Library Association in order to educate current practicing professionals on the need for 

future research. 

Recommendations for Future Research 

Five recommendations for new research were identified upon completion of this 

study. These five recommendations include (a) exploring children's hospital-based 

library resources for families in medical crisis at hospitals across the United States, (b) 

exploring children's hospital-based library resources for families in medical crisis 

internationally, ( c) exploring parental perception of resources needed during medical 

crisis, (d) exploring patient and parental utilization of the children's hospital-based 

library resources during and after medical crisis, and (e) exploring post-crisis adaptive 

outcomes of families that utilized hospital-based resources during medical crisis. 

1. It is recommended that a study be developed to further explore children's 

hospital-based library resources for families in medical crisis at free-standing 
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r, 

children's hospitals across the United States. The three models explored in the 

current study were vastly different and, yet, yielded similar results. A study of 

children's hospital-based libraries across the United States would provide a 

more comprehensive picture of available resources across the geographic 

locations. A study outlining the geographic differences in available resources 

for families in medical crisis would also be informative. 

2. It is recommended that a study be developed to further explore children's 

hospital-based library resources for families in medical crisis at free-standing 

children's hospitals internationally. This study would build on the summary of 

the study of children's hospital-based library resources across the United 

States. It would be helpful to explore the resources available across the rest of 

the world in comparison to the resources available in the United States, where 

health literacy and patient education are emphasized. Currently, patient 

education for patients with chronic diseases is also emphasized in Italy, 

Sweden, Switzerland, The Netherlands, Germany, and the UK (Visser, 

Deccache, & Bensing, 2001 ). A study comparing resources available in the 

United States and across Europe might help American professionals expand 

their practices with families in medical crisis. 

3. It is recommended that a study be conducted to explore parental perception of 

resources needed during medical crisis. This was an original element of my 

proposed study that was ultimately excluded in my completed study due to 

lack of parental participation. My original research question for families, 
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"What are the perceived information needs of families in medical crisis?" was 

designed to allow the families to _reflect upon past medical crises and discuss 

what types of information and resources they needed from the hospital-based 

library. A study fully dedicated to exploring families' perceptions of needed 

resources would allow libraries and professionals to more specifically help 

families in medical crisis. It is recommended that an effective recruitment 

strategy be implemented in order to adequately recruit and retain family 

participants for future studies. Based on the results of studies by Dyregrov 

(2004) and Hynson, Aroni, Bauld, & Sawyer (2006), I recommend recruiting 

participants with a written letter providing a thorough explanation of the study 

and compensation (if any). I recommend an initial letter sent to families and a 

follow-up letter sent two weeks later to families who failed t? respond to the 

initial letter. In addition, a recruitment flyer posted in the children's hospital

based library might be as effective if there are copies of the recruitment letter 

for families to take with them. 

4. It is recommended that a study of patient and parental utilization of the 

children's hospital-based library resources during and after medical crisis be 

conducted. The current study explored.the resources available to families, but 

future studies exploring the patients' and parents' utilization of these 

resources are warranted. The participants in a study conducted by Volk (2007) 

at the Patient Education Resource Center at the University of Michigan 

Comprehensive Cancer Center reported that the stress of the chronic or 
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terminal diagnosis was a major barrier to seeking further health information. 

And, since the acquisition of health information improves the patients' ability 

to emotionally handle the diagnosis by reducing anxiety and helps the patient 

to make decisions about treatment (Volk, 2007), access to health information 

in medical crisis is essential. Therefore, a study exploring patient and parental 

utilization is warranted. An initial study. exploring utilization patterns of 

patients and parents during and after medical crisis would provide baseline 

information. And a longitudinal case study of families' utilization patterns 

throughout the trajectory of the illness would provide ongoing information 

about how families utilize the available resources at differing points 

throughout the medical crisis. 

5. It is recommended that a study be conducted exploring post-crisis adaptive 

outcomes of families that utilized hospital-based resources during medical 

crisis. A study comparing the post-crisis adaptation of families who utilized 

the resources at the children's hospital-based library during medical crisis and 

those who did not might highlight the importance of the utilization of 

resources during crisis. Resolution of a crisis with an adaptive solution 

indicates the potential for higher functioning post-crisis (Wolley, 1990), so a 

study comparing these two groups of parents would provide valuable insight 

into the importance of the resources available at the children's hospital-based 

library in adaptation to crisis. 
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Recommendations for Professionals 

One purpose of phenomenological research is to yield recommendations for 

current professionals in the field of study (Moustakas, 1994). The purpose of this study 

was to explore children's hospital-based library resources for families in medical crisis. 

The information that emerged from this study provides professionals with foundational 

knowledge about the types and availability of resources for families in medical crisis. 

Three recommendations for professionals were identified upon completion of this 

research. These three recommendations include (a) proactive effort among professionals 

to market and publicize the children's hospital-based library, (b) increased visibility of 

the children's hospital-based library staff to compensate for lack of physical visibility of 

the space, and ( c) innovative staffing models to accommodate families in medical crisis 

24/7. 

I. Participants in this study expressed concern surrounding the deficit in marketing 

for the children's hospital-based library throughout the internal hospital 

environment and the community. It is recommended that professionals 

knowledgeable about the resources available at the children's hospital-based 

library begin an informal marketing campaign within the hospital and throughout 

social networks in the community. An informal, word-of-mouth campaign within 

the hospital would help to decrease the knowledge deficit of employees who 

could potentially refer parents to the library. This type of grassroots marketing 

does not require a monetary commitment and only requires a minimal time 

commitment. In addition to word-of-mouth, the library professionals could also 
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post flyers in restrooms, the cafeteria, and/or send a mass email to all hospital 

staff through the internal communication system at the hospital. It is also 

recommended that hospitals develop strategic marketing strategies to notify 

employees, patients, and the community about the valuable resources offered at 

children's hospital-based libraries. 

2. A majority of participants in this study expressed a low level of satisfaction with 

the physical location of the children's hospital-based library within the hospital. 

The locations of these libraries were less than ideal for convenient exposure to a 

large population of people. It is recommended that the staff of the children's 

hospital-based library make themselves visible throughout the hospital in order to 

bring more visibility to the hospital-based library. It is also recommended that 

hospitals reconsider the location of the children's hospital-based library in future 

construction and development plans. 

3. Participants in this study described difficulties in being available 24/7 or having 

resources available to families in medical crisis. It is recommended that 

innovative staffing models to accommodate families in medical crisis 24/7 be 

explored with current hospital-based library staff and management. According to 

the "Standards for Hospital Libraries," hospital-based libraries must follow a 

specific library staffing formula (Medical Library Association, 2004 ). This 

formula calculates the minimum number of necessary employees by taking the 

total number of institution full-time employees (FTE) and dividing by 700 (i.e., 

Total institution FTE I 700 = MINIMUM library FTE). The intent of this standard 
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is that "an understaffed library cannot fully serve the knowledge-based 

information needs of the hospital and medical staff. Workload is driven by the 

size and complexity of the institution served" (p. 12). This standard aims to 

provide ongoing, adequate coverage for employees', patients', and their families' 

knowledge-based information needs. It is recommended that hospitals and current 

library employees revisit their current staffing model and increase staffing where 

appropriate. It is also recommended that other forms of coverage be explored, 

such as volunteer coverage after hours (if not currently utilized), after hours 

security access to library (if it is not currently practiced), or augmentation of 

existing staffs work hours (where appropriate). 

These recommendations for future research and for professionals will help to 

contribute to the knowledge of available hospital-based resources for families in medical 

crisis. This additional research is necessary to further explore the types of information 

that currently exist and the types of information that are needed for families in medical 

crisis. Professionals can utilize the results of the current and future research to 

comprehensively assist families in medical crisis. 

Summary 

A review of the qualitative, phenomenological study to explore children's 

hospital-based library resources for families in medical crisis was discussed. Limitations 

to the study were acknowledged and identified. Implications of the research were 

discussed. Recommendations for future research and for professionals were outlined in 

detail. 
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· TEXAS WOMAN'S UNIVERSITY 
CONSENT TO PARTICIPATE IN RESEARCH 

Title: Exploration of Children's Hospital-Based Library Resources for Families in 
Medical Crisis: A Qualitative Approach , 

Investigator: Whitney Johannessen ................................................................ 817.907.6200 
Advisor: Karen Petty, Ph.D .................................................................... 940.898.2698 

Explanation and Purpose of the Research 

You are being asked to participate in a research study for Ms. Johannessen' s dissertation 
at Texas Woman's University. The purpose of this research is to explore children's 
hospital-based library resources available to families in medical crisis. In particular, this 
study will expiore different types of resources available at children's hospital-based 
libraries, the experiences of medical librarians and child life specialists working with 
families in medical crisis, and the families' perceived information needs during medical 
crisis. 

Research Procedures 

For this study, the investigator will conduct face-to-face interviews of medical librarians, 
medical librarian assistants, child life specialists, and family members. This interview 
will be done in a conference room or office at the children's hospitals' medical libraries. 
You will be audiotaped during the face-to-face interview. The purpose of the audiotaping 
is to provide a transcription of the information discussed in the interview and to assure 
the accuracy of the reporting of that information. Your maximum total time commitment 
in the study is approximately 45 minutes. 

Potential Risks 

Potential risks related to your participation in the study include loss of time, fatigue, and 
coercion. To avoid loss of time and fatigue, the investigator will attempt to gather all 
information in approximately 45 minutes. You may take a break (or breaks) during the 
interview as needed. If you experience physical discomfort, you may stop answering any 
of the questions at any time. 

Another possible risk to you as a result of your participation in this study is release of 
confidential information. Confidentiality will be protected to the extent that is allowed by 
law. The interview will take place in a separate library conference room or·office separate 
from patrons or staff, which will allow for privacy. A code name, rather than your real 
name, will be used on the audiotape and transcription. Only the investigator and her 

Appmved by the 
Texas Woman's University 
Institutional Review Board 
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advisor will have access to the tapes. The tapes, hard copies of the transcriptions, and the 
computer diskettes/jump drives containing the transcription text files will be stored in a 
locked filing cabinet in the investigator's home. The transcription hard copies and the 
tape film will be manually shredded by the investigator within 6 months of completion of 
the study. It is anticipated that the results will be published in the investigator's 
dissertation as well as in other research publications. However, no names or other 
identifying information will be included in any publication. 

The researchers will try to prevent any problem that could happen because of this 
research. You should let the researchers know at once if there is a problem and they will 
help you. However, TWU does not provide medical services or financial assistance for 
injuries that might happen because you are taking part in this research. 

Participation and Benefits 

Your involvement in this study is completely voluntary, and you may discontinue your 
participation in the study at any time without penalty. Upon completion of the interview, 
you will be given a selection of gift cards ($20.00) to choose from as a measure of the 
investigator's gratitude for completion in the study. Another benefit of this study to you 
is that at the completion of the study a summary of the results will be mailed to you upon 
request.* 

Questions Regarding the Study 

If you have any questions about the research study you may ask the researchers; their 
phone numbers are at the top of this form. If you have questions about your rights as a 
participant in this research or the way this study has been conducted, you may contact the 
Texas Woman's University Office of Research and Sponsored Programs at 940-898-3378 
or via e-mai 1 at IRB@twu.edu. You will be given a copy of this signed and dated consent 
form to keep. 

Signature of Participant Date 

*If you would like to receive a summary of the results of this study, please provide 

an address to which the summary should be sent: 

Awtt)ved by the 
Texas oman's University 

' Institutional Review Board 
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Reflexive Journal 

July 2, 2008 

Situation . 

What images/scenes do you recall? 

• Smiling faces everywhere 

• Clock to my left 

• Selection of sodas on the table in the conference room 

• The inside of the trashcan as I furiously tried to unwrap the tapes 

• The feet of pedestrians visible in the windows 

Which people/words/comments struck you? 

• The FRC was created by an endocrinologist who later died of cancer. I thought to 

myself how horribly ironic that was ... that a doctor created this place to help ill 

children and their families-and then fell ill and died. I was also impressed that a 

doctor actually took the initiative to provide information to families. 

• "We're here if you need anything" and "Let me know if there is anything else I 

can do." These two comments totally demonstrated the helping spirit of the 

participants today. 

What sounds/smells/sensations do your recall? 

When I walked into the library, it instantly smelled like journals to me. I can't 

explain it other than that. I have a stack of unread journals at home that I have been 

putting off until I finish this dissertation and they smell the same way-like new 
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books ... the same kind of smell as the magazine aisle at Barnes and Noble. The 

temperature was nice.and comfortable. 

Affect 

What was the high/low spot? 

Low spot: Realizing that, even though I thought I had over-prepared, I forgot to open the 

difficult-to-open individual tapes before I got there · 

High spot: Realizing that, after completing four successful interviews, I really can do 

research 

What was your mood/feeling/experience? 

I worked today, so I was very focused on finishing on time and getting downstairs 

to set up. I wore dress clothes instead of my usual scrubs, so I felt professional the whole 

day. Since the TWU IRB process and the unexpected [hospital's] IRB process took so 

long, I was anxious and excited to finally get started on the interview part of my research. 

But I was nervous. I kept thinking what I would do if no one had anything to say. I ran 

my research through my head dozens of times to make sure I was prepared. I even wrote 

my two main questions on a piece of paper so I wouldn't forget them. I must have 

checked my bag a thousand times to make sure that everything was working correctly. 

Since I double checked my tape recorder and batteries last night, I felt pretty prepared. 

When I got to the library, I went straight to the conference room where I would be doing 

the interviews. I began to· set up and realized that the individual tapes were much harder 

to unwrap than I expected. I was instantly frustrated that I overlooked this detail. I 

fumbled nervously as I tried to quickly unwrap the tapes and still allow enough time to go 
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to the bathroom. With 4 minutes to spare until my first interview got there, I ran out of 

the conference room to the bathroom right around the corner. "Closed for cleaning." Of 

course. I quickly ran to the side stairwell (thank God I work at this hospital and knew 

how to get around) and up a flight of stairs, praying that the bathroom one floor up would 

be open. It was. I got back to the conference room with about 45 seconds to spare. 

When the first participant walked in, I felt an immediate rush of panic. What if I 

can't pull this off? What ifl can't carry on the interview conversation? I shortly realized 

that my wonderful participants had a wealth of information to share with me, and I began 

to settle into a comfortable pattern. The next interviews with two medical librarians and a 

medical librarian assistant were just as comfortable. I continued to silently praise myself 

for picking a dissertation topic that focused on such helpful and knowledgeable 

participants. Everyone was willing to share everything and more with me, which put me 

at ease. 

Upon completion of my interviews, I walked out of the hospital feeling much 

more empowered than I though possible. I have waited my entire life to be at this point in 

my academic life. I seriously can't believe that I am 28 years old-and I am here! 

What was your gut reaction? 

My gut reaction that things were going well didn't kick in until the completion of 

the first interview with the Child Life Specialist. After I finished everything, I realized 

that I really am capable of doing this and doing it well. My instincts during the interview 

and my social ability to interact with a wide variety of people definitely helped to guide 

these interviews today. 
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Interpretation 

What can you conclude from this experience? 

The four people I interviewed today were so different. .. in their personalities, their 

experiences, and their methods of conversation. It is fascinating to me how differently 

people respond when you say, "Tell me about your library." But I was overjoyed to find 

out that, even though the participants are so different, there are commonalities among us 

all. 

Decision 

What should you do differently next time? 

• I will definitely open the individual tapes and label the covers before I ever get to 

the facility. 

• I will allow even more time before my interview time to cover all of my bases to 

get prepared. 

• I will say "Tell me about your library's family resource center" instead of "Tell 

me about your library." 

What was the significance of this experience in your life? 

Today was the first round of research I ever conducted as a doctoral student 

working on my dissertation. This is a HUGE personal accomplishment and, perhaps, one 

of the more significant events in my entire life. I can't believe that I've made it to this 

point in my blessed life so quickly. Today put a lot of things in perspective ... how quickly 

times passes by, how many things there are to experience in this world, how I never want 

to settle or sell myself short personally or professionally or academically. 
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Situation 

What images/scenes do you recall? 

Reflexive Journal 

July 3, 2008 

• A very busy outpatient surgery waiting area · 

• TVs in the background with news programs 

• Surgeons walking by the consultation room 

• The medical librarian assistant glancing at me with concern when the participant 

had not shown up 

Which people/words/comments struck you? 

• The Child Life Specialist struck me today ... she seemed a bit frazzled at being 

late. I was just so happy she showed up, I didn't care! 

What sounds/smells/sensations do your recall? 

Since the interview was conducted in the consult room by outpatient surgery, the 

noises today were much different from yesterday. Even when I was interviewing her, I 

could still hear the voices of the overhead paging system and the parents in the waiting 

room in the background. The air conditioning was blowing directly overhead, so the 

noise and the breeze were a new element today as well. I was a ·bit distracted at the 

beginning, but that quickly faded as I got into the interview. 

Affect 

What was the high/low spot? 
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Low spot: When the participant was more than 30 minutes late and did not answer my 

pages 

High spot: When she showed up, we conducted the interview, and I officially finished my 

pilot study 

What was your mood/feeling/experience? 

Today was my day off from work. Honestly, I didn't want to have to do any 

interviews today-I just wanted to stay home in my comfy clothes and transcribe the 

interviews from yesterday. But, today was the only day that the 5th participant could 

meet, and I was totally grateful that she would work me into her schedule. So, I got up 

and left the house extra early to pick up my mom. I feel so fortunate to have a mom who 

lives close and is as excited about this journey as I am! It is so special that she comes to 

my Ph.D. activities with me. Having her there today made it that much more exciting for 

me. 

When I got to the hospital, I immediately went to the co~sult room by outpatient 

surgery. I had told the participant that I would meet her at the library but that the 

conference room was not available for us to talk. So, I set up in the consult room, had my 

mom watch my stuff, and headed down to the basement to meet the participant in the 

library. When she was about 15 minutes late, I grew concerned that she was waiting for 

me somewhere else. The medical librarian assistant called the children's library (which 

houses "fun" books for kids) on the 2nd floor, but the participant wasn't there. I began to 

get nervous. I went to a computer workstation and checked my email. No email from her 

canceling the meeting. I paged her to the phone in the medical library. No call back. I 
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paged her to my cell phone so I could relocate back to the 2nd floor consult room where I 

had left my mom. No call back. For a moment, I was irritated. I had made a special trip 

into the hospital on my day off and my participant was no where to be found. By then, it 

was more than 30 minutes past our scheduled meet time. I had planned on wrapping up 

by then and heading out-and we hadn't even started! I am a schedule person, so the 

deterring from the schedule made me nervous. I paged her again from the conference 

room and she finally called back. She had been with a patient and lost track of time. She 

showed up and the interview began. Thankfully, she was a fast talker, and I was able to 

obtain a wealth of information before she had to go. 

What was your gut reaction? 

Initially, I had a sick feeling in my stomach. When she didn't show up at the 

scheduled time, I ran the gamut of thoughts. I began polling my mind, trying to think of 

someone else in the hospital who could serve as an alternate fifth participant. I panicked 

when I drew a blank. Then I thought about the possibility of just reducing my pilot study 

and only having four people. But, once the interview got started, I realized that she had a 

lot of wonderful things to say and that her inclusion in this study was the best choice. 

Interpretation 

What can you conclude from this experience? 

This experience taught me to remember to be flexible with other people's 

schedules and time. It reminded me of the dynamic nature of the hospital and how often 

things venture off a time schedule. It reminded me to be patient and calm during this 

process. 
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Decision 

What should you do differently next time? 

• I will definitely email and/or call the participants in advance to confirm our 

appointment time and location. 

What was the significance of this experience in your life? 

Today, I completed the last interview involved in my pilot study. As soon as I 

transcribe these interviews and I code them, I will be well on my way to finishing this 

doctorate! The completion of today made me feel closer to the end! 

115 



Reflexive Journal 

July 7, 2008 

Situation 

What images/scenes do you recall? 

• Junior volunteers/candy stripers in red and white smocks walking the halls 

• Shiny floors leading to the library 

• Several kid-friendly murals, images, and decorations 

• Patients/children with varying disabilities throughout the hallways 

Which people/words/comments struck you? 

• The first participant I interviewed was very physically striking. She was so 

confident and beautiful with such a·strong presence. When she mentioned that she 

had just started a doctoral program herself, I felt a tad more nervous. Up until 

today, I had not interviewed anyone with a doctoral degree ( or who was in the 

process of obtaining one). 

What sounds/smells/sensations do your recall? 

When I walked into the building that houses the FRC, I immediately smelled 

popcorn. To the left of the front door/main entrance, there was a sweet volunteer selling 

bags of popcorn. For a brief moment, that smell made me think of the popcorn I used to 

get when I went to movies in the summer ... and how this entire summer had been 

dedicated to finishing my dissertation. I felt a bit of nostalgia at how fast time flies by and 

how quickly I've gotten to this point in my life. 
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Affect 

What was the high/low spot? 

Low spot: When one of my participants continued to give very succinct, short answers to 

my open-ended questions (I panicked when she did not elaborate on any of my questions) 

High spot: Getting to learn about a truly magnificent facility from a group of dedicated 

professionals 

What was your mood/feeling/experience? 

Today, I was determined to be there with ample time to spare. Since I had never 

actually been to this hospital, I wanted to make sure I had a plan. I called the hospital 

much earlier this morning to confirm directions. Good thing I did-there is massive 

construction going on outside the entrance on the two major cross streets, which can 

cause a huge delay. The information specialist gave me alternate directions, which I was 

truly thankful for. 

My mom and I left in more than enough time and actually got to the hospital 

rather early. I arbitrarily picked a parking garage-the first one I came to-and it 

happened to be perfect. Since we were there so early, I got a front row spot. We walked 

into the hospital and asked directions to the FRC from the popcorn volunteer. Instead of 

just telling us, she kindly walked us around the comer to .show us the entrance. I was a bit 

surprised to see how close to the entrance and central the FRC is at this hospital. Since it 

was still closed, we walked around to the cafeteria to have a drink before my meeting 

time. 
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I was definitely more nervous today than I was on my last two interview days. I 

attribute that to the fact that this is not my hospital of employment. And, since I had 

never been here before, I think there were just a lot of unfamiliar things to get used to 

quickly. I went to the FRC about 10 minutes before my scheduled meeting time with the 

first participant so that I could get a look around and set up. I was thrilled at how willing 

the staff was to set up at a table in the common area. I guess I just assumed that the 

participants would be more comfortable talking in their offices or in a conference room. 

But I was pleasantly surprised at how conducting the interview in the actual FRC 

enhanced the experience. The participants were able to directly reference the resources 

and materials available because we were sitting among them. 

I felt very energized with two of my participants today. They were both very 

outgoing and easy to talk to during the interviews. With the third participant, I felt a little 

uncomfortable. She was not (it appeared) as open or socially outgoing ... reserved. I felt 

self conscious during the interview because I did not want to make her feel 

uncomfortable. She was less willing than the other two to talk at will and elaborate 

without prompting. But she still had a lot of information to share. 

What was your gut reaction? 

My gut reaction was that I was going to LOVE being at this hospital. I got the 

feeling that it is a place where everyone loves their job and their coworkers. I just knew 

in my heart, before I ever spoke to anyone, that I was going to be markedly impressed 

with this facility. (I was right). 
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Interpretation 

What can you conclude from this experience? , 

Even listening to these three participants, I was able to already hear 

commonalities among all eight of my participants-despite the fact that they are all such 

unique individuals and work within two totally different models of FR Cs. Everyone has 

been so willing to help that it is evident that this population is very philanthropic. In fact, 

by the time I got home today and sat down to type this, I had over 9 emails in my box. 

The participants from today had emailed their colleagues to notify them I would be back 

one more time to do interviews. The nine individuals who had emailed me were all 

interested in participating in this research because they felt it was important. Some of 

them did not meet criteria/did not work directly or indirectly with the FRC, but they were 

all still interested in the results. 

Decision 

What should you do differently next time? 

■ Since I will be coming back to this facility on one more occasion, I will definitely 

pick a location in the FRC that is not directly below the air conditioning vent. Not 

only was the air cool, but the air noise recorded on my tape, making it difficult to 

tease out the conversation. 

What was the significance of this experience in your life? 

This hospital and its philosophy gave me an entirely new perspective on 

healthcare. As a provider, I am always interested in learning how other institutions 

deliver successful care to their patients. I feel very fortunate to have been able to visit this 
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hospital and learn about its resources available to the patients and the community. I 

already plan on sharing this information with my colleagues. 
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Reflexive Journal 

July 24, 2008: Morning 

Situation 

What images/scenes do you recall? 

• Children running around the train display area 

• Shiny hardwood floors at the elevator bay 

• Floor to ceiling windows in the FRC overlooking the world below 

• A mother at a computer desk with her infant crying in the stroller to her left 

Which people/words/comments struck you? 

• I only interviewed one person today and she definitely made an impression on me. 

When I met her, she was younger than I imagined. We weren't allowed to actually 

speak to each other on campus, so we didn't begin talking to each other until we 

were in the underground tunnels headed to an alternate location. She mentioned 

off the bat that was in her final two weeks in this position, which took me by 

surprise (not quite sure why). She also shared that she got engaged last night. Her 

willingness to share a personal detail of her life reminded me of the humanness of 

the whole research process ... that there are so many things coexisting in with my 

interview in the lives of the participants. 

What sounds/smells/sens~tions do your recall? 

When I walked into the hospital, I immediately heard the sound of trains coming 

from the train display. I noticed children running around the common area, giggling and 
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talking. I remember thinking that this was the noisiest and busiest place so far. When I 
' . 

walked into the FRC, I immediately noticed that natural sunlight pouring in. The light, 

airy atmosphere gave me a warm, comforted feeling. 

Affect 

What was the high/low spot? 

Low spot: Having to walk 15 minutes off campus before I could even speak to the 

participant (institution rules) 

High spot: Having a participant who was willing to spend her lunch break trekking across 

three campuses to sit and talk with me 

What was your mood/feeling/experience? 

Today was a crazy day! I had interviews at two institutions arranged-and it's my 

only day off and my final day of interviews (woo hoo!). I felt a little panicked about 

getting this interview completed at the first institution and then getting across town and 

set up for my next interviews at another institution. I arrived this morning with more than 

an hour to spare. It was hard for me to gage morning rush hour traffic since I rarely drive 

into this city during rush hour. But I enjoyed having time to spare. I sat in the check-in 

area on the main floor and reviewed my notes. This has been a good thing for me to do

to continually review my research before I go into my next interview. 

I decided to head up to the FRC about 30 minutes early. The participant and I 

agreed that I would come early to look at the FRC but we would not actually speak until 

we were off campus. I found the rules surrounding this interview a bit frustrating. First, 

the Director would only give me permission to speak to the participants on their lunch 
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break. So, right off the bat, I had to ask someone to forgo their only break during the day 

to sit with me. Second, I was not allowed to compensate the participant for her time. So, 

not only was she expected to give up her lunch break but she was not allowed to receive 

any reward for it. I was so grateful she was willing to do that for me and my research. 

After I perused the FRC, the participant and I left the campus and traveled 

through an absolute maze of underground tunnels across a total of three campuses to get 

to our alternate site. During our walk over there, I felt our conversation naturally start to 

drift toward things I wanted to cover in the interview. So I had to keep redirecting our 

topics because I wasn't recording when we were walking. It was interesting how 

conscious of an effort I had to make in order to steer clear of the research topic during our 

15 minutes walk to and our 15 minute walk from the alternate location. 

When we got to the alternate location, it was lunchtime and a swarm of people 

were milling about. I instantly wondered how we would find a quiet location to talk. I 

was especially paranoid since my last round of tapes was difficult to hear because of air 

conditioning noise. We managed to find a quiet booth in the corner and were able to 

speak in privacy and comfort. 

What was your gut reaction? 

My gut reaction was probably influenced by the degree of difficulty surrounding 

me actually getting there to conduct the interview today. I was initially excited when I 

picked this hospital to be· one of the locations because I assumed it would be a great 

wealth of infonnation. As I began to encounter huddle after hurdle in getting approval to 

be there, then the rules surrounding the actual interview process, and then the 
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requirement that we not speak until we get off campus, I began to think that the politics 

of healthcare policy at this hospital might be a barrier to actually conducting research and 

ascertaining information. When I actually arrived and met the medical librarian in person, 

my gut reaction was that all of this is out of her control. 

Interpretation 

What can you conclude from this experience? 

From this experience, I can conclude that there are many ways to do the same 

thing. Where, at other hospitals, there was an instant ease or less complicated process 

with conducting research, at this hospital, it was more of a challenge. But, at the end of 

the day, I had still completed my interviews and learned from the participants

regardless of how I got there. 

Decision 

What should you do differently next time? 

Today was my last round of interviews. If I ever come back to conduct research at 

this particular hospital, I now know to specifically start several weeks (if not months) in 

advance to ensure that all bases are covered. 

What was the significance of this experience in your life? 

This particular experience, mainly the process leading up to the actual interview, 

has reminded me of the certain challenges we all must face and rise to if we want to 

accomplish something. When I ran into so many road blocks and became ever so 

frustrated, I could have just as easily dropped this institution from my research and 
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immediately reduced my stress. But my desire to maintain a commitment to my research 

illustrated the importance of perseverance in this whole process. 
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Reflexive Journal 

July 24, 2008: Afternoon 

Situation . 

What images/scenes do you recall? 

• Red and white striped volunteer/candy stripers outfits 

• Child in motorized wheelchair sitting at the computer desk in FRC 

• The cool air blowing down from the air vents above my head 

Which people/words/comments struck you? 

• My second interview this afternoon-it was obvious that he loves his job and 

feels extremely fulfilled in his position. His excitement was contagious. I felt 

pumped up about the institution's mission and the resources available at the FRC. 

What sounds/smells/sensations do your recall? 

Walking into the hospital today, I was greeted by the familiar smell of popcorn. 

Instantly, I felt comfortable and at home ... which is weird since today was only ever the 

second time I have been to that hospital. There is something about that building-the 

people, the atmosphere-that is so inviting and welcoming. Plus, the people were all so 

smiley and happy and helpful. 

Affect 

What was the high/low spot? 

Low spot: Getting to the hospital a little early and then having to sit in the FRC and wait 

for a while until my first interview showed up 
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High spot: Hitting the "stop" button on the tape recorder and knowing that my final 

interview was over 

What was your mood/feeling/experience? 

Today was such a capstone day in my life. I arranged to conduct an interview at 

one institution in the morning and then drive over to the second institution in the 

afternoon for two interviews. I was extremely nervous about pulling off the logistics of 

the day. But, when I got to the hospital today, that all melted away. I had such a positive 

experience the last time I was there that I felt very comfortable going back today. 

When I originally set up today, I allowed A LOT oftime for travel between the 

two hospitals, parking, and eating in between interviews. But, when I got up this 

morning, I realized that I over allotted time and could actually move up my afternoon 

interviews. I emailed the two participants but they still hadn't responded by the time I had 

to leave the house. So, I went to my morning interview, rushed over to the second 

hospital and ate a very :quick lunch in the crowded cafeteria. When I got to the FRC, I 

checked my email very quickly and the first participant could not move up the time but 

the second participant could. I immediately panicked .... that meant that I had to move the 

first participant along rather quickly. 

The first participant was on time and I was able to complete the interview just as 

the second participant walked through the door. The second participant (the last for my 

research!) was very relaxed and obviously excited about their job. It was a pleasure to 

have such an enthusiastic participant as my final participant. I couldn't help but think 

how helpful and fulfilled the participants at that hospital were throughout my research. 
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What was your gut reaction? .. ~ 

My gut reaction when I walked through the door this afternoon for my final round 

of interviews was that I was going to be successful. I felt confident that I knew what I 

was doing and comfortable with how I was doing it. I also felt very proud of myself for 

completing such a big project while working full-time and dealing with so many other 

issues and commitments. 

Interpretation 

What can you conclude from this experience? 

This entire experience of completing my dissertation research has taught me the 

importance setting personal, professional, and academic goals and then committing 

myself to meeting them in an effort to always continue to grow and improve. My 

interviews have shown me that my research topic is an important one, as evidenced by 

the participants' willingness to speak freely about their libraries/FRCs and continue to 

hope for change. I must admit, since the beginning of 2008, I have been more than a little 

burnt out on research. But, since completing this process, I am reminded how important it 

is to continue to evaluate my surroundings and research for change. 

Decision 

What should you do differently next time? 

Well, since this was my first ever independent research at the grad level, there are 

a lot of things I will do differently next time. Of course, hopefully in the future, the 

research will be a scheduled part of my job function and not something that I try to do 

when I am at home or off of work. I feel that working full-time, working on a Ph.D. full-
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time, and being married and heavily involved in my family life may have been a lot to 

handle these past few years. But, I know that I was entrusted with so much because I was 

able to handle it-and handle it welL Research in the future (hopefully) won't be 

conducted with such a strict timeline in mind. 

What was the significance of this experience in your life? 

The significance of this experience is everything. All of my academic work since 

August 2004-actually, since I was 3 years old-has finally culminated with today. I 

have completed my interviews and my research for my dissertation, something few 

people in this world will ever get to do. I have accomplished a personal goal that I set out 

for myself, and I have met my expectations. Words cannot describe the joy and personal 

satisfaction that I feel at this exact moment. 
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