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disabilities. Burke (1989) and Burke, Eakes and Lindgren (1992) explained that life with 

a child with significant disabilities includes a fonn of unresolved non-pathological grief 

and the necessity to provide specific ongoing support measures to assist parents in this 

process of parenting. Hobdell et al. (2009) stated a high level of chronic sorrow at the 

time of the initial diagnosis and that the experience of Chronic Sorrow remained constant 

in the years following. Olshansky (1962) suggested that the process of living with a child 

who has a significant disability involves changes, routines and discoveries of additional 

limitations placed on the parent's life as well as for the child and is in essence an ongoing 

experience of Chronic Sorrow which follows the course of the life span of the parent and 

the child. Olshansky viewed new realizations and reactions by the parent about their 

child's prognosis as a natural reaction to a tragic fact and described it as "a pervasive 

psychological reaction, chronic sorrow that has not always been recognized by 

professional personnel who attempt to help them" (p. 190). 

From the interviews in this study, this researcher identified the theme Normalizing 

the Ambivalence of Parenting as a way to describe the struggles parents encounter even 

after the diagnosis as they endeavor to manage the emotional reaction to an uncertain 

future for themselves and their child. This action was described by Olshansky (1962) as 

the opportunity for parents to vent and clarify feelings and to feel their own sense of 

legitimacy for the feelings they were experiencing, which can, in tum, facilitate their 

adaptation to the chronic sorrow experience as the 'new nonnal' in the family (pp. 192-

193). This researcher viewed this theme as a transitional point in a parent's life when 

they begin to come to tenns with the still unknown outcomes of their child's disability. 
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Parents Restructure Their Identity 

Kearney and Griffm (2001) describe the parental experience with a child who has 

significant disabilities as one that includes 'joy and sorrow, an experience of paradox and 

ambiguity full of conflict and confusion" (p. 586). Todd and Jones (2005) reported that 

parents of children with significant disabilities felt they had lost their sense of self while 

caring for their child, and that their future expectations for personal development were 

still on hold. Marshak et al. (2009) discussed the process of personal reflection taken on 

by parents as "they must first respond to the news about the disability in their child and, 

second, confront their own beliefs about people who have disabilities" (p. 5). This 

researcher identified this theme from Boss's (2002) Restructuring Identity theme to 

identify some of the steps parents have taken in this studyto become or maintain a 

separate identity from their child rather than becoming caught up in the role of constant 

caregiver or perpetual parent. Olshansky (1962) viewed this time in the life of the 

parents as "opportunities parents should take and be given [ from society] to be away from 

their child at recurring intervals to get relief and enhance comfortableness" (p. 193). In 

the instance of a family with a child who has significant disabilities, the shift involves 

discovering ways to become more than a parent of a child with disabilities. For parents, 

it was essential to understand the idea that one's child is not broken but is different and 

they needed to learn to examine their own need to find connection with others outside the 

role of care giving. As one mother (age 51) said: "Maybe it 's not important that I make 

100, 000 dollars a year, but that I understand that nv, son is here for a reason and given 

to me for a reason to be a better person and to help others. "Another mother (age 70) 
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those people who understood and cared about their child; most had made the decision that 

the life they were living right then was the correct one as they parented their child with 

significant disabilities. A mother (age 30) stated: "/just made my own friends and /found 

my own friends and I got my own people. " Another mother (age 34) and husband (age 

38) shared: Cause when I am around the {old friends or family], I think, wow, he is way 

worse then I though he was. Like when you get around kids his age or way younger and 

they are doing a billion things. We think he is okay then we see other kids and we 're like, 

oh crap, he is nowhere near these kids. You know like he really is messed up. But when 

he is here with us, we think it 's normal with us." 

One of the most notable statements made by these parents that illustrates their 

movement into Discovering Hope in the Redefined Family was the feeling that life with 

their child and all the challenges that that they had sunnounted had made them stronger 

as it gave them purpose and direction. In addition, they noted that the ebb and flow of 

their chronic sorrow had become a familiar feeling. To say that their ebb and flow of 

chronic sorrow has been accepted would be incorrect; to say that it had become an 

expected part to their life would reveal a truer aspect of the experience. This is evident 

when a mother (age 54) shared: "So when I was overwhelmed and still to this day when 

I'm overwhelmed I had to look and find what it is that will cause me to feel filled up 

again so that I am not sad by this and a victim. And, um, what I can do make me feel 

happy and at peace. So gosh that is a constant. " 
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rather, they were dealing with a future in which their child might be left without a parent 

to care for them into the child's later years. 

Marital Stressors 

In addition to the themes, the parents in this study discussed their marital 

experiences in an open manner. Farber (1959) discovered in her research that marital 

relationships were more adversely affected in families who had boys rather than girls 

with a significant disability and that this negative affect was also associated with those 

families whose social status group was considered to be in the low rather than high or 

middle class range. The majority of the participants in this study were parents of boys 

except one; the responses from these parents when considering the gender of the child did 

not seem to differentiate concerning the difficulties that were experienced within the 

marital relationship. The difficulties identified seemed to relate more to the individual 

spouse's reaction to the diagnosis. Participants in this study shared the difficulties each 

experienced within the marital relationship as each spouse struggled with their own 

ability to make sense of the diagnosis given to their child. A mother (age 39) shared: "We 

really had a hard time. So we almost split up and really didn 't talk about her birth until 

2 years after we were sitting in a lawyer 's office thinking we had a case to go after the 

Doctor 's. This was the first time I ever knew how he felt about the whole thing." Another 

mother (age 54) said: "My husband, I think like typical males, 60% of all husbands leave 

because they can 't deal with that, said, ya know I 'm leaving at some point." A mother 

(age 51) said: "My husband was not admitting that something was wrong with hisfirst 

child He said that I was the one who was crazy and that I was the one who was psycho 
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that her son spoke his first word at 6 years of age; she like many of the other parents 

involved in this study voiced the feelings of excitement over the newly developed skill as 

well as the feelings of sorrow associated with the delayed conquering of this milestone. 

For many of the parents in this study, they learned quickly which friends or 

relatives would be able to "stay the course" and provide care for their child. One of the 

older mothers (70 years) had worked to establish a network among her extended family 

such that several family members lived in her home for the purpose of providing care for 

her until he reached the age of 15. At that point, she realized that she and her husband 

needed to find a network of trusted friends to build a circle of safety for their son. When 

the time arrived to consider who would provide care and support she determined that she 

would leave guardianship of her (now) 35 year old son after her death to a friend rather 

than to a relative. The longing for extended family to become involved and acquainted 

with the child who has significant disabilities adds to the experience of chronic sorrow 

for these parents. Many participants reported a feeling of rejection by extended family as 

those individuals chose to remain uninvolved or unwilling to establish a relationship with 

the child choosing to keep the relationship on the edge of disconnection. 

Expanding Theories to Include Chronic Sorrow 

Family Life Cycle Theory 

These case studies looked at the experience of seven sets of parents who were 

selected to illustrate several Family Life Cycles stages: (1) the family with young 

children, (2) the family with adolescents, (3) launching children and moving on, am, 

lastly, (4) the family in later life (Carter and McGoldrick, 1988, p. 17). Family Life 
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Cycle looks at three primary aspects of family development: predictable changes, 

transitional patterns in the life cycle, and the role of therapy in assisting families through 
,; 

difficulties with these transitions (p. 4). Predictable changes as defined by the Family 

Life Cycle theory are those identified specifically for each of the family stages oosed on 

the needs of the children. The family with ymmg children are focused on the acceptance 

of new family members into the system (Carter et al., 1988, p. 17) and learning to be 

parents; the family with adolescents are experiencing the development of autonomy in the 

relationship between parent and child; the family launching children are experiencing the 

movement of their child toward independent living and the subsequent end to the parental 

role as filled in previous stages. Families in the later life stage are entering the stage of 

life without children as the main function or role as parents pursue individual interests 

and experience losses associated with the death of a spouse, health and the aging issues. 

This researcher looked at how the predictable changes expected within each stage 

of the family life cycle was experienced in a very different way by the parents whose 

child is diagnosed with a significant disability. As stated above, these predictable 

changes are tied by Carter and others (1988) to coincide with the expected developmental 

growth of the child and the life cycle transitions of the individuals and family. The 

families who were caring fer their child with a significant disability did not experience 

those predictable developmental changes that would have marked when the child rode a 

bicycle or attended a prom (Patrick-Ott & Ladd, 2010). Rather, it was the lack of those 

expected changes that led this researcher to conclude that parents continued to experience 

an ebb and flow of sorrow (chronic sorrow) as they realized that there was almost a 
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- but these siblings were also quite normal in that they wanted their own moment to be 

special and the center of attention. 

The primary importance of this stage is to maintain a routine in the life of the 

family that creates and supports a feeling of normalcy. Most parents in this study noted 

that unexpected changes in school services or health of the child challenged the parents to 

be creative and adaptive as the changes created difficulties for family members. For 

example, the parents of a child who is 12 or 13 and is developing in a "normal" way can 

assume that the child can talce care of him or herself for several hours if left alone. For 

the parent of a child with multiple disabilities, leaving the child alone for any length of 

time still necessitates the need to be able to hear the child and be able to respond quickly 

as the child may be unable to care or protect themselves. In another example, the husband 

and wife in this study worked diligently to find a time to talce a vacation together and 

found it when they identified a week-long camp for their child That same couple 

struggled with the decision to have another child as ~ey did not know how their marriage 

would survive the birth of another child with significant disabilities. 

Making sure that all of their children were involved in after school care and 

summer activities was a challenge for parents when both worked outside the home, but 

especially when they had to be sure that the vehicle transporting their child was large 

enough for the wheelchair or other equipment needed by the child Changes in work 

schedules or even leaving a full time position to provide care for the child with 

significant disabilities was a common occurrence for the families in this study as they 

found the cost of providing services and resources to fill the gaps in school services can 
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be difficult to locate am too expensive to pay for. Most but not all parents in this study 

were adequately informed about all available State.programs and funds available for their 

child. 

The school years are often thought of as a time of respite (Marshak, Seligman, & 

Prez.ant, 1999) for parents, as it is during this point that parent experience the 

resemblance of a the normal process of maturation in the family life cycle. The parental 

care giving duties are shared with others in the school system during a specific block of 

time during the day, thus allowing 1he parents to pursue activities outside 1he home which 

may include volunteering, developing support groups, pursuing college education or 

perhaps part-time employment as noted in the study participants. All school activities are 

valued by parents of children of any ability or disability, but for the parents of a child 

diagnosed with significant disabilities, the respite that school provides is invaluable to the 

parents' need for time away from 1he dependency of their child and their significant 

needs. 

The family, parent, child, and disability after launching back into the home. 

This stage of "laughing back into the home" provides a dramatic example of how the 

experience of parenting a child with significant disabilities is different from that of a 

parent of a "normal" child. About the time the "normal" child reaches the age of 18, the 

majority of parents correctly expect that their child will complete high school and begin 

the move or launch out of the home into full independence by going to college or 

working full time. For families that have children with significant disabilities this 

process is reversed: the child is launched back into the home to live a dependent life -
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goals outlined by Boss (2006) in relation to Ambiguous Loss and Boundary Ambiguity 

were found to be applicable to the research themes identified by this researcher from the 

interview transcripts of this study. lhis study worked toward the expanded use of the 

Contextual Model of Family Stress, Ambiguous Loss, the Family Life Cycle lbeory and 

the concept of Chronic Sonow to help family scientists understand and accept the 

parental reaction and subsequent changes that occur within the individual, parent, family, 

siblings and marital relationships as each of these systems adapts to meet the needs of the 

experience which includes a child with significant/multiple disabilities. 

Family Systems Illness Model 

As reported by parents who participated in the study, the realization that their 

child's life-long disability was not going away, that their care-giver role would be 

lifelong, and the dependence of their child would extend across the life span of the parent 

illustrates the centripetal period which is described by Rolland (1994) as an underlying 

component to this family system. In this researcher's opinion, Rolland's centripetal 

period corresponds to t\W themes identified in this study: the Initial Chronic Sorrow 

Reaction to the Diagnosis and Finding Meaning in an Overwhelming Situation. At points 

during the interviews with parents, this researcher noticed that parents focused on internal 

family issues right after receiving their child's diagnosis in an effort to understand the 

disability. Parents began to immediately search for community and medical services that 

would increase the developmental opportunities for their children and to modify both 

their own ambitions and family routines for an undetermined amount of time. While the 

stress experienced dming the centripetal period can lead to family difficulties, the 
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Emotions that are experienced over the news of a disability last longer than a few 

moments after reading or hearing what the results of tests have found. Struggles to make 

sense of the world that now involves a child with significant disabilities includes 

understanding the disability and the fact that it is now a part of the family and the 

decision making processes that occur throughout the lifespan. 

Chronic Sorrow is not a pathological response to learning of a disability, and the 

parents in this study did not work to deny the presence of the condition of their child. 

Chronic Sorrow is continual as it moves like waves over a sandy shore such that with 

each newly understood dimension of the child's significant disability and its meaning for 

the parent's lifelong care-giving role brings a new tide of chronic sorrow. The intensity 

of the sorrow varies from experience to experience as parents begin to recognize that 

chronic sorrow is, once again, moving in their lives. 1bis study has provided an avenue 

to increase our understanding about the personal lives of parents who have children with 

significant disabilities. 
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TEXAS WOMAN'S UNIVERSITY 
CONSENT TO PARTICIPATE IN RESEARCH 

Title: The Experience of Chronic Sorrow in Parents Who Have a Child Diagnosed With 
A Significant Disability: Investigating Chronic Sorrow Across Parental Life 

Investigator: Amy Sue Patrick-Ott ........... . 

Advisor: Linda Ladd, PhD .................... . 

Explanation and Purpose of the Research 

You are being asked to participate in a research study for Ms. Patrick-Ott's dissertation at 
Texas Woman's University. Chronic Sorrow has been defined a prevailing feeling or 
sense of loss when considering the expectations and demands associated with parenting a 
child who has been diagnosed with a significant disability. The purpose of this study is 
to determine if Chronic Sorrow is a phenomenon that is experienced throughout parental 
life of parents who have a child with significant disabilities; it will also investigate what 
events or milestones facilitate the Chronic Sorrow phenomenon. 

Research Procedures 

As a participant in this study, you will be asked to engage in a face to face audiotaped 
interview with the researcher. A time commitment of 3 hours can be expected to 
complete the study. The first face to face interview will be 2 hours. The final interview 
will be 1 hour which will consist of a review of the interview content gathered from the 
first interview to enlist accuracy of the data collected from the research participant. 
Should you become tired or upset you may take breaks as needed. You may also stop 
answering questions as any time and end the interview without penalty. The interview 
will be scheduled at a time and place that is convenient for you as the research 
participant. The interview can be conducted at your home or in a neutral setting such a 
library. 

Potential Risks 

There is a potential risk ofloss of confidentiality with any email, downloading, and internet 
transactions. 

Participants may experience discomfort due to the interview material. A list of mental 
health service providers will be provided for your own personal use should you need to 
speak with someone about the subject matter presented in the study. 
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Initial 

This study will include topics that may be of a sensitive nature. Participants will be 
encouraged to take breaks or stop the study at any time 

The researchers will try to prevent any problem that could happen because of this 
research. You should let the researchers hzow 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 

Your involvement in this study is completely voluntary and you may withdraw from the 
study at any time. Your participation in the study will not be compensated in anyway. 

Questions Regarding the Study 

You will be given a copy of this signed and dated consent form to keep. If have any 
questions about the research study you should ask the researcher; 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 Womans 
University Office of Research and Sponsored Programs at 940-898-3378 or via email at 
IRB@twu.edu. 

1) If you would like to know the results of the study, please provide a mailing 
address in order to have the information mailed to you: 

Signature of Participant 

Mailing Address 

City State Zip 

Printed Name of Participant 

Date 
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Website Posting 

Are you a parent of a child who has been diagnosed with a significant disability? 

Does your child's disabili hinder his or her ability to live independently? Are you the 

primary caregiver that is faced with making major life decisions for your child? Will 

your child need a care giver throughout their life? 

Amy Sue Patrick-Ott, LPC, a doctoral candidate in the Family Therapy Program 

at Texas Woman's University is conducting face to face interviews with parents fitting 

this description who wish to volunteer for this study. The study will be looking at the 

concept of Chronic Sorrow. Chronic Sorrow has been defined as a prevailing feeling or 

sense ofloss when considering the expectations and demands associated with parenting a 

child who has been diagnosed with a significant disability. The study will include two 

interviews: the first interview can be conducted with participants at their home or at 

another location such as a library and will be audio-taped and will be 2 hours in length. 

The final interview will be 1 h>ur and will allow participants to review the data collected 

from the first interview. The research will focus on the life- long experiences the parent 

has had while parenting a child diagnosed with significant disabilities. Questions will 

focus on feelings, emotions, loss and dreams or expectations associated with this process. 

If you are interested in the study of the experience of chronic sorrow in parents 

who have a child diagnosed with a significant disability, please email your contact 

information to ! The primary investigator, Amy Sue Patrick-

Ott, LPC will contact you to set up a date and time that is convenient to conduct the face 

to face interview. 

123 



There is a potential risk ofloss of confidentiality with any email, downloading, and 

internet transactions. Participants may experience discomfort due to the interview 

material. A list of mental health service providers will be provided for your own persenal 

use should you need to speak with someone about the subject matter presented in the 

study. This study will include topics that may be of a sensitive nature. Participants will 

be encouraged to take breaks or stop the study at any time 
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April 22, 2010 

Amy Sue Patrick-Ott MS LPCI 

Dear Ms. Patrick-Ott 

Partne Resource Network has agreed to allow Amy Sue Patrick-Ott, a doctoral 
candidate in the Family Therapy Program at Texas Woman's University to post 
infonnation regarding her research project to obtain interested participants in her study on 

the PRN Website (www.partnerstx.org). 

Partners Resource Network understands that it will not have control over the 
study, nor will access to the data be made available for PRN's private use. 

The information regarding the research study for Ms. Patrick-Ott's dissertation 
project will be used only for the dissertation research project titled: The Experience of 
Chronic Sorrow in Parents Who Have a Child Diagnosed With A Significant Disability: 
Investigating Chronic Sorrow Across Parental Life. 

Sincerely, 

Janice Meyer 
Executive Director 
Partner's Resource Network 
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Young children with autism also have a hard time sharing experiences with others. 

When read to, for example, they're unlikely to point at pictures in the book. This early

developing social skill is crucial to later language and social development. 

As they mature, some children with autism become more engaged with others and 

show less marked disturbances in behavior. Some, usually those with the least severe 

problems, eventually may lead nonnal or near-normal lives. Others, however, continue to 

have difficulty with language or social skills, and the adolescent years can mean a 

worsening of behavioral problems. 

Most children with autism are slow to gain new knowledge or skills, and some have 

signs oflower than normal intelligence. Other children with autism have normal to high 

intelligence. These children learn quickly yet have trouble communicating, applying what 

they know in everyday life and adjusting in social situations. A small number of children 

with autism are "autistic savants" and have exceptional skills in a specific area, such as 

art, math or music. 

Fragile X Syndrome (www aim oib gov Eragi)eXSyodmme htm ) 

Fragile X syndrome is a genetic condition involving changes in part of the X 

chromosome. It is the most common form of inherited mental retardation in males and a 

significant cause of mental retardation in females. 
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with this condition have no other neurological problems, but sometimes have a family 

history of seizures or epilepsy. 

Symptoms 

The severity of symptoms can vary greatly, from simJple staring spells to loss of 

consciousness and violent conwlsions. For most people with, epilepsy, each seizure is 

similar to previous ones. Th.e type of seizure a person has depends on a variety of things, 

such as the part of the brain affected and the underlying cause of the seizure. 

An aura consisting of a strange sensation ( such as tingling, smelling an odor that 

isn't actually there, or emotional changes) occurs in some people prior to each seizure. 

Tourette Syndrome {http://www.nlm.nih.gov.TouretteSyndrome.htm.) 

Tourette syndrome (TS) is a neurological disorder characterized by repetitive, 

stereotyped, involuntary movements and vocalizations called tics. The disorder is named 

for Dr. Georges Gilles de la Tourette, the pioneering French neurologist who in 1885 first 

described the condition in an 86-year-old French noblewoman. 

The early symptoms of TS are almost always noticed first in childhood, with the 

average onset between the ages of7 and 10 years. TS occurs in people from all ethnic 

groups; males are affected about three to four times more often than females. It is 
- . I • 

estimated that 200,000 Americans have the most severe fonn of TS, and as many as one 

· in 100 exhibit milder and less complex symptoms such as chronic motor or vocal tics or 
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