Running Head: Occupation Based Family Support Post ABI

[Type text]	[Type text]	[Type text]

18
Occupation Based Family Support Post-Stroke 		











Occupation Based Program Proposal

Support for Young Families Coping Post Acquired Brain Injury (ABI)

Emily Torres
University of Utah 

Introduction: 

The purpose of this paper is to conduct a needs assessment and propose an occupation-based program for an underserved community in Salt Lake City and surrounding areas. The target community for this program consists of parents who have had a stroke that are currently raising children under the age of 18, and their families. The program will consist of support in occupational participation for the entire family. 
Description of the Setting: 
The Life Skills Clinic is located in University of Utah’s Research Park, where it is part of the College of Health, Division of Occupational Therapy. It is an educational clinic that is designed to provide students with clinical education, and faculty with research opportunities. The overall focus of the Life Skills Clinic is on enhancing the participation of individuals and their families in meaningful occupations. The funding sources of the clinic include insurance, self-pay, grants, donations, and the selling of merchandise.  
The Life Skills Clinic was established in 2010 as clinic where faculty could practice, and with the objectives to enhance the structure of the division of occupational therapy to be in line with the overall mission of the University of Utah. The objectives envisioned by the founders were that the clinic would give students an opportunity to practice with faculty mentors, strengthen the research of faculty, provide financial support for the division of occupational therapy, and finally, to provide occupational therapy services to individuals in every stage of recovery, and underserved community populations. 

[bookmark: _GoBack]The mission of the Life Skills Clinic is to provide high-quality services that are innovative, and affordable to their clients. As a university clinic, it contributes to the “hands-on” experience of students, as well as supports research studies conducted by the occupational therapy department faculty and students. Furthermore, the clinic strives to provide services within the practice models and frameworks that are conducive with those of Department of Occupational Therapy and College of Health Sciences at the University of Utah. Some of the driving philosophies of the clinic are that students learn best with direct hands-on experience, and that in supervising students, therapists become better evidence-based practitioners. 
The Life skills Clinic provides a combination of both services and service providers that differ from other clinics due to its university teaching and learning status. 
The therapists employed by the clinic are certified and highly skilled occupational therapists and occupational therapy assistants. The therapists not only provide evidence-based, client-centered services, but also have the responsibility of student education, training, and supervision. The clinic does not compete with other clinics that are part of the university, therefore is specialized. The faculty of the Department of Occupational Therapy are also involved in running the clinic. The direct involvement is in providing client services, supervising student clinicians, and conducting research studies. 
	Student clinicians are primarily involved in providing services during their second year in the Occupational Therapy Program. During this time, the students are learning about, and implementing evaluations and interventions. Each student is assigned to a community client, in which they evaluate and provide services for, under the supervision of a licensed therapist. In addition to the second year students there are work-study opportunities for other students. 
	The Life Skills Clinic is utilized as a research space, and can provide potential participants to be recruited for research studies. Some unfunded pilot studies have used the work done at the clinic to provide preliminary data used to bid for external funding. There have been several research studies that have arisen from services that are currently being conducted at the Life Skills Clinic. Among the research projects at clinic some have direct involvement of occupational therapy students. 
	The clinic provides services for a number of different populations. There is a pediatric clinic in the evenings, which provides services for children with a variety of developmental, and physical disabilities as well as, sensory processing disorders, and Autism spectrum disorder. Services are also provided for adults with sensory processing disorders, traumatic brain injury, and stroke survivors. 
The Life Skills Clinic is in the process of making plans for the future of the clinic, including expansion of the services to include recreational therapy. They are currently working on a relocation and expansion proposal, which would provide the clinic with more physical space and the opportunity to collaborate with recreational therapists, and potentially speech and language pathologists. 
Data Collection Regarding Current Programming Strengths and Areas for Growth: 

 	The needs analysis data collection of this program began outside of the setting in which it will be carried out. The analysis began first with the population that will be targeted, which is young stroke survivors that are currently raising children. Due to the nature of my fieldwork structure, there was not an opportunity to observe the population, however, interviews were conducted. 
I structured questions to ask both healthcare professionals working in a variety of professions and settings, and the underserved population in which the program will be developed for. The interviews were conducted both in person, and over the phone. There were four healthcare practitioners including, two occupational therapists, a physical therapist, and a rehabilitation psychologist. In addition two stroke survivors who are raising children, and the wife of a stroke survivor were interviewed about parenting.  Below are two tables with the questions asked, and the responses from each person interviewed. 	 
Interviews with Healthcare Professionals

	Questions 
	Interview #1 
Occupational Therapist
Abby White
	Interview #2 Occupational Therapist
Jeanette Koski

	Interview #3
Physical Therapist,
Heather Hayes
	Interview #4  Rehabilitation psychologist, 
Stephen Trapp

	What, if any, types of programs/resources are targeted specifically to couples to have children under the age of 18? Do these couples ever request more support/resources?

	There are no support groups or resources targeted just for this population, but it would be awesome. 

	None that are known
Parents have not request such resources 
	None that are known Parents usually try to get home as soon as possible, not even completing the therapy that is offered, due to demands they feel from home. 
	None that are known. There is no known research for this population.

	What types of supports do you think parents would most benefit from after having a stroke (ex. parenting support groups, education, home/environmental modifications)?
	· Support groups targeted for parents would be helpful, as that adds a whole new dynamic to recovery.
· People they can talk to who have or are going through what they are. 

	· Support Blog
· Mentoring
· Support group- organized around an education piece.
· Adapting tasks 
· Organizing day- to maximize energy conservation 
· Making children responsible for tasks
· Teaching life skills to kids 
 

	· Getting back to work 
· Driving 
· Support in other parenting responsibilities 
	· Family cohesion/ communication 
· Education
· Financial support/education
· Recreation 
· Partnership as parents
· Cognitive support/cognition education
· Support for parents and children 



Interviews With Parents 
	Questions 
	Parent interview #1 Female, mid-thirties
	Parent interview #2 Male, mid-thirties 3.5 years post-stroke (Spoke with his wife due to aphasia)
	Parent interview #3 Female, mid-forties
2.5 years post-stroke

	How many children do you have, and what are their ages? 

	7 children 
Between the ages of 17 and 5 
	7 children 
Between the ages of 16 and 4
	2 children 
Ages 17 and 20 

	Since your stroke, have you noticed changes in your ability to care for your children? If so what are the biggest barriers? 

	· Aphasia- reading to and talking to kids.
· Fatigued- takes 3-4 hour naps during the day
· Finances (Convenience food is more expensive, but necessary due to fatigue, activities that are available are costly)

	· Helping with homework
· Dealing with difficult behaviors (discipline)
· Speaking to children 
	· Aphasia- having to communicate with older children can be difficult.
· Fatigue, it is difficult to find things to do together.

	Are you satisfied with the current resources/ supports for families who have experienced a stroke? 

	Not Satisfied.
Not aware of any resources for parenting or family support.
	Not Satisfied.
Not aware of any resources for parenting or family support.
	Not Satisfied.
Not aware of any resources for parenting or family support.

	What types of resources/ supports do you think would be most helpful? 

	· Support group/family activities that includes entire family
·  Schedules in the house 
· Education for the children- cooking/cleaning/helping around the house.  
· Ideas for family activities that are not physically demanding for parent


	· Support group specific to parents 
· Support group for the kids 
· Pamphlet on what to expect later
· Online groups/blogs

	· Modified activities that families can do together

	When would be the best time to implement the resources (ex. inpatient, outpatient, or after therapies have stopped)?

	In outpatient, or after therapies have stopped.
	After therapies have stopped. 
	After therapies have stopped.



Peer support for individuals and their families that are coping post-stroke was a need identified by every parent, and practitioner interviewed. Another over-arching theme was that providing services not only to the parent involved, but their partner, and children was important. From the data collected in this needs analysis I concluded that young stroke survivors and their families is an underserved population in this community, and an occupation-based support group, available to both would be valuable to this population. 
Evidence-Based Practice
Acquired Brain Injury and Parenting 
Acquired Brain Injury (ABI) has many different causes, and results in a huge number of potential consequences for the individual and their family. The World Health Organization (2001) defines ABI as "an injury to the brain which is not hereditary, congenital or a degenerative disease." (Pg. 134) ABI is not a single condition, rather a collection of conditions with various causes resulting in common presentations. The typical causes of ABI are vascular disorders including stroke or hemorrhage, anoxic and hypoxic injury, a tumor, or an infection. The severity of brain injury varies from mild to severe and can cause a range of permanent and non-permanent consequences in those who experience an ABI. (Samuelsson, Tropp, and Lundqvist, 2014) 
There are several ways that ABI can impact an individual’s functioning including cognitive, physical, and behavioral changes. All of these changes affect the way that individuals with ABI interact with their families, both in partnership and parenting. Edwards, Daisley, and Newby explain that the cognitive changes from ABI that may impact one’s ability to parent are increased irritability, greater sensitivity to noise, overall executive functioning, such as multitasking, organization of schedules, and being able to handle the daily stressors. The speech and language effects from stroke can have an effect on communication with children, making discipline difficult and hindering a parent’s ability to help with homework. Decreased mobility is also described as being an issue in the lives of these parents, for example kicking a ball, or walking children to school. Edwards, et al. point out that evidence suggests that the parental issues go further to include, difficulty maintaining a warm and responsive relationship with their child, that they may be less nurturing, and that there is less attention given to obedience to rules and orderliness.  (Edwards, Daisley, & Newby, 2014). 
In review of the literature I have found evidence of the need for the programming being proposed. The target population consists of young ABI survivors that are parents of children less than the age of 18 years. Upon a literature review I have found that the professions that are dominating the research in this subject are psychology, nursing and social work, with very little coming from occupational therapy. The articles reviewed gave the parent perspective, the family perspective, and evidence about studies conducted on efficacy of support groups and other treatments for this population. 
Parent Perspective 
It is important to examine the entire impact that an ABI can have on the individual’s ability to parent, and how that can impact the family. Edwards, et al. point out that there have been numerous studies done from families’ perspectives, however, research looking into the perspective of the parent that has sustained an ABI is largely lacking. In the article the authors discuss a few reasons that this may be. For one, parenting is a difficult subject to talk about, and many clinical professionals are not trained in how to approach the subject with their clients. Secondly, parents may be in fear that if they disclose their concerns of parenting that they may be deemed unfit to care for their children. (Edwards, Daisley, & Newby, 2014). 
	The challenges that are posed after an ABI go beyond individual barriers for the patient, as family functioning is greatly impacted by this type of injury to the brain. This is partly due to the adjustment to a “new normal.” Resuming previous roles, or coping with a change in roles, such as parenting, are important steps in adaptation after an ABI. One of the difficulties expressed by parents is the redefinition of the relationships they have with their children. Although they express great love for their children some parents expressed fears around their abilities to contribute as a parent and to stay connected to their children. It was pointed out that not many of these families reach out for help, and it is often when they are facing crisis when they finally seek services.  (Edwards, Daisley, & Newby, 2014). 
Participants form the Edwards et al. study identified four themes as contributing factors that play into parenting after ABI. The first theme identified are multiple losses, this includes reduced parental authority, deteriorating relationships, and that services specifically set up for parents in rehabilitation are lacking.  In the second theme an acceptance is described as well as an uncertainty of how the ABI is going to impact the future of the individual and their families. The third theme is perhaps the most relevant to the program proposal. This theme is centered on giving and receiving support, and was unanimous among the participants as being of high importance. Developing a network for individuals and families that are in similar situations was stated as being very important; being able to speak with other parents is a reciprocated form of support that is highly valuable. In the final theme the parents discuss their hope and aspirations for the future, which were largely a desire to “feel like a parent again,” and to protect their families from any problems that may arise as a result of the ABI.  (Edwards, Daisley, & Newby, 2014). 
	The transition from the hospital to home can be difficult for the individual with an ABI, and also for their families. Turner, Fleming, Cornwell, Worrall, Ownsworth, Haines, & Chenoweth (2007) explored this transition from both the patients perspective, and also the perspective of their families. Turner et al. reveal that families play an important role during this time of transition. The types of support identified as being of the utmost importance included physical, emotional, financial, domestic, transportation and respite support.  The amount and type of support that was provided varied depending on the nature of the relationship. However, it was found that, for the individual closest to the patient, this period was most difficult.  The participants of the article further identified lack of services post-discharge as a barrier to transitioning. They expressed that they did not know where to look for services, and when they did search, there was a general lack of community-based services available. (Turner, Fleming, Cornwell, Worrall,  Ownsworth, Haines, & Chenoweth, 2007). 
	It is important to not only understand the parenting needs of the individual that has sustained an ABI, but also understand what their long-term needs are as individuals. 
Sumathipala, Radcliffe, Sadler, Wolfe, and McKevitt conducted a study to assess these long-term needs in stroke survivors. The participants from the study identified a range of problems in performing activities of daily living as a result of their stroke. The difficulties that they described were in the areas of self-care, dressing, cooking, cleaning, shopping, managing finances, transportation, and participating in social activities. In order to address these difficulties, the stroke survivors described needs such as home modifications, transport, and financial resources as all being necessary. However, the majority of participants in this study stressed the continued importance of psychosocial resources, and social support to aid in the process of adjusting to life after stroke. 
(Sumathipala, Radcliffe, Sadler, Wolfe, & McKevitt, 2011) 

Family Perspective
The family perspective is an important aspect in this program development. Evidence shows that by incorporating family in the recovery process is beneficial to the overall recovery. It is also important to explore possible long-term predictors of the children of individuals who have survived an ABI, in order to develop a parenting program that will address such issues. Although the main focus of the group being proposed is parenting, it is a group that would include the entire family. 
The authors of the article, “Needs, priorities, and desired rehabilitation outcomes of family members of young adults who have had a stroke,” emphasize the importance of focusing on the entire family system when a parent has sustained a stroke. The greatest needs as identified by Lawrence and Kinn are the ability to resume roles and responsibilities post-stroke, as well as education for the individual and their family about the effects of stroke and the likely outcomes. (Lawrence, & Kinn, 2013).
	Sieh, Meijer, and Visser-Meily examined stress and risk factors for children of stroke survivors in relation to the parents’ marital relationship, the “ill” parent’s depressive symptoms, and other family dynamics. The authors found that the children’s report of stress was positively related to both parents’ depressive symptoms, and a low quality of marital relationship. The spouses of the stroke survivor reported that the quality their relationship was worsening over time. This evidence indicates that a parenting group should address marriage quality, as well as depressive symptoms of the survivor (Sieh, Meijer, & Visser-Meily, 2010).
	Moreover, Visser-Meily, Post, Meijer, van de Port, Maas, & Lindeman, suggests that this stress in children may be an indirect result of their parent being physically ill, the change of pre-stroke family roles and routines, parental absence, and conflicts that may arise in the home. Based on the finding of their study, the authors strongly advised a family-centered approach in stroke rehabilitation. In this approach children’s adjustment should be a priority, and attention should be given to educating the children on the outcomes of stroke, and possible impacts these outcomes may have on their family. By giving the children advice on how to cope with the feelings that may arise, it may help in the adjustment process (Visser-Meily, et al., 2005).
	In another study looking at long-term outcomes in children of stroke survivors, they found positive changes that occurred in children up to three years post parental stroke. Van de Port, Visser-Meily, Post, & Lindeman, found that most of the children that participated in their study reported that they felt more needed, had more responsibilities, and felt more mature. About a quarter of the child participants reported that they spent more time with parents, and that their parents were more positive. (Van de Port, Visser-Meily, Post, PhD and Lindeman, 2008)

Support Groups 
	The program proposed is a support group that focuses on parenting, but encompasses the entire family, therefore it is important to examine the research that has been done with groups of this nature. The evidence is lacking, and more research is needed in this area, however there are a few models that have been studied in which this program could draw from.  
	The participants in a study conducted by Ch'Ng, French, and Mclean, give suggestions of topics that would be beneficial in a support group. These topics include, coping skills that revolve around acceptance, relaxation, humor, and positive affirmations, body image; as well as, communication assistance, and conflict resolution in order to develop new social networks. In addition to these important topics participation, problem solving, engagement, and seeking information are suggested as active strategies that could aid in the adaptation of a new way of living. The authors point out that the process of adjusting to living with the effects of a stroke relies on a balance between acceptance of the changes in life roles, and loss of abilities with coping with negative emotions, and adaptation. (Ch'Ng, French, & Mclean, 2008).
	In occupational therapy we understand that the individual’s life is made up of more than just the self. This is why the opinion of Wright is so relevant to an occupation-based support group for the parent that has survived an ABI. That opinion states, “In the treatment and care of people with brain injuries, individual rehabilitation interventions have only limited effect without accompanying environmental change in the family unit.” Evidence from their study suggests that positive outcomes are more likely when families were an integral part of the rehabilitation process. Furthermore, the authors state that the interventions that involve children have more positive effects than those that shield them from the process (Wright 2007).
The participants in an authored by, Slark, Makahamadze, Catangui, Stear, and  Amorim (2011) identified several benefits of providing a support group to ABI survivors. The benefits described include meeting people in a similar situation, the opportunity to share experiences with others, and being able to talk about their situations in a supportive environment. They stated that support groups are successful when they incorporate caregivers and families, because they create a venue for information seeking, and support from others who are going through similar experiences. It also gives them access to healthcare professionals after discharge, where they can have questions and concerns regarding their health addressed (Slark, et al. 2011). These findings are supported in another article that has examined the benefits of support groups as family interventions. Boschen, Gargaro, Gan, Gerber, and  Brandys state that support groups are more effective when they provide education, and address psychological needs of caregivers. They go further to point out that models of adjustment, communication skills, and fears of what lies in the future should all be addressed in a support group. (Boschen, et al., 2007).
As I begin to formulate the structure of the group that I would like to develop, I find the article, “Families living with acquired brain injury: A multiple family group experience,” particularly helpful. The first aspect of their program that I was particularly interested in was the structure of the group. The acknowledgment of ABI impacting the family as a whole in addition to each individual family member was a strong theme. To address this theme they created a structure that consisted of, parallel parent/child groups, conjoint family time and partner/individual with the ABI small groups during each session. The authors give suggestions on what is important to consider when creating a foundation of a trusting support group. These suggestions include having a semi structured format, respecting how much one may want to disclose about their personal experience, and of course, facilitating a context that is free of judgment, and fosters respect. (Charles, Butera-Prinzi, & Perlesz, 2007).
When using these suggestions a support group can assist its members in moving away from blame and toward a more compassionate adjustment and family adaptation following an ABI. The participants of the study reported that some of the benefits from attending the group were that they were able to face difficulties in marital relationships, and dysfunction in the family, all while discovering personal strengths, lessening feelings of shame, and increasing adaptability to life after ABI (Charles, et al. 2007).
Summary 

The Literature compiled in this review has stated again and again how important it is that the family be an integral part of the recovery process for individuals that have survived an ABI. It has been stated that not only the person with the injury is affected, but their spouses and children are profoundly affected as well. It was also pointed out that with productive outlets and perspectives there have been positive outcomes perceived by the participants of support groups.
 Through the data collection during the needs assessment, the parent interviewees identified many of the same difficulties as described in the article, such as, communication problems, physical disability, and emotion regulation as barriers in their family functioning. Another similarity between the information gathered in needs assessment and the literature review is the structure of the program in the Charles and Perlesz article. Both families and healthcare providers interviewed in the needs analysis agreed that it should be a multi-family group that offers different types of support to the parent with an ABI, the spouse, and the children. An occupation-based support group that addresses different areas of functioning as they pertain to parenting after an ABI would be a unique, and vital resource for these families.    
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