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‘At Notification’ Mental and Emotional Support for Mothers and Families of Newborns with Undetected Congenital Defects and/or Catastrophic Illnesses

Abstract
	This project will provide critical mental health support to parents and families, especially the mothers, of newborns with previously undetected problems.  It will supply them with early mental health intervention and ensure the continued psychological support they need to live healthier and happier lives.  Parents of children born with undetected chronic and/or critical illnesses are currently not given the mental health support needed at the time of notification of their child’s condition.  This group of parents includes those who deliver at home, in birthing centers, or at regional hospitals with minimal critical infant care.  Postpartum mothers are particularly vulnerable and need help to keep a healthy perspective toward their child, regarding their own culpability, and to emotionally accept the potential outcome while still remaining hopeful and connected to the infant.
Literature Review
	The ranks of working mothers have grown due to economic conditions and societal changes which, though not exactly favoring working mothers, do not condemn them for working.  The jobs they have held have not, however, been the best paying or the most flexible.  Many in minority groups lag even further behind their white counterparts. (Table 17.)  The Hispanic population is currently the fastest growing population in the United States (US Bureau).  There are smaller percentages that have white collar work – single digit percentages for Professional jobs – while many more are in [inflexible] service and blue collar jobs (Occupation).  Their situation is similar to the conditions of the black women fighting for fair wages, decent living conditions and decent health care for their kids in the book Storming Caesars Palace. (Orleck) As a minority group, with the specter of slavery and its remnants of southern sharecropping and rampant extreme racial prejudice, the women of color in Las Vegas in the late 1960s and early 1970s found their voices and still serve as an inspiration to all women looking to improve their situations.  These women learned that keeping focused, working together, and learning and using politics to influence those who would use you, can lead to great success. Unfortunately they also saw that losing focus and trust in the group can lead to disastrous backbiting and infighting within the group and to an ultimate loss of progress.
	The economic machine using the poorer, black women of Las Vegas was similar to that using the Mexican immigrants of today.  Greed and the desire for money drives many in charge to take advantage of those less fortunate who feel helpless to change their situation.  The fight to improve conditions for the mothers of kids with congenital defects, and especially for those mothers with lower economic status who feel the double sting of prejudice and poverty, can be inspired by Ruby Duncan, Alversa Beals, Mary Wesley, and Essie Henderson who said, “We can do it and we can do it better.” (Orleck 215) These are women working in jobs that have many other “nameless, “faceless cogs [as viewed by the corporate machine] who will fill their slot easily should they falter and be fired.  Women in general could improve their conditions by joining forces in the efforts to improve their conditions by joining forces in the efforts to improve conditions for all mothers.  Though the Mexican population has surprisingly low rates of birth defects, there are persistent ones such as “neural tube defects…[at a] rate of 6.1 per 10,000 live births…[as opposed to] 4.5/10,000 live births among children of non-Hispanic white mothers.  The stress of the child being ill is great, but when added to the inflexibility of a rigid, low paying job, the potential to lose the income that is keeping food on the table and is keeping a roof over one’s head, the stress becomes overwhelming.
	Within the United States today, there is some small, but growing acceptance of fathers as the primary caregivers for their children.  However, the United States societal structure is still primarily patriarchal with widespread acceptance that the primary caregiver in any family is the mother.[footnoteRef:1]  For this reason, women of children with problems are the primary ones to bear the onus of the child’s increased needs, to deal with the related issues and to blame themselves for the child’s problems.  Without mental and emotional support from the time of first notification that their child was born with a critical and/or chronic problem, especially for mothers, more families become broken and the typical outcome is a mother left to raise her kids primarily on her own, with reduced income and little hope. [1:  This being said, the growing population of same sex couples with children further challenges the traditional perspective and may add another dimension of complexity in the actual counseling being sought. I have little doubt that same sex couples will also need counseling to address issues of having critically or chronically ill children.] 

	Chronic illness is defined as one “that a person has for a long time or an illness that goes away and keeps coming back. Diabetes and juvenile rheumatoid arthritis are examples of chronic illness.” (Kidshealth, 2007) It seems logical that the birth of a child with chronic illness would bring stress to the family of that child and in particular to the mother and the afflicted child (Carey). Other examples such as heart, lung and bone deformities can bring the added stress of early mortality, numerous expensive and potentially fatal operations and always the chronic care and stress of treating the emotional and mental needs of the child the way they need in order to have a relatively normal life.
	There are a number of reasons why it is critical to prepare and to provide immediate mental health support to parents who have a child with an undetected chronic or catastrophic illness or malformation. “Couples with chronically ill children are at risk for experiencing marital distress… although the etiologies, symptoms, treatments, and prognoses vary significantly between different pediatric chronic illnesses, the resultant stressors on parents are very similar… include[ing] financial burden, physical burden, changes in parenting roles, sibling resentment, risk for psychosocial adjustment difficulties in the ill child and healthy siblings, social isolation, frequent hospitalization, and grief.” (Walker 1029) As Heyman, et. al. reported in their 2004 study of children with gastrostomies [stomach feeding tubes] and other chronically ill children versus healthy children, “Caregivers of those with chronic illness…reported higher levels of depressive mood than did caregivers of healthy children [and] …children with chronic illness…require a significant amount of resources to meet the demands of treating their underlying problems.” (515) These greater resources include time, money, energy and stamina at an amount far above those required for a healthy child.  Further, caregivers spent additionally from 160 to 467 minutes per day more and $15,004 to $37,232 per year more. (Heyman, et al 513) Clearly, the burden on the single parent, the less educated parent and the parent in a lower paying job is stressed even further by these demands.
	Especially important then, is attending to the mental health of the mother (or other primary caregiver) of a chronically ill child.  The parents and the ill child may not be the only members of the family. “Mood of the parent… has a strong direct effect on cohesion within the family… Family cohesion… has direct effects on the behavior of the sibling, the attitude of the sibling toward the illness…, and on the sibling’s view of social support…” (Williams 2002, 420), the parent’s moods, and specifically the mother’s mood (a measure of familial psychological well-being).  Marital distress caused by the added demands and stressors may directly negatively affect family cohesion, and family counseling is thus warranted.
	There have been positive changes over the last twenty-five years which put in place some support mechanisms for such “at-risk” births, and which assist the parents while the child is in the Level IV NICU[footnoteRef:2] as well as after bringing their child home.  However, it is still unfortunate that the processes for handling the notification and immediate follow-up with parents of a child with chronic and/or catastrophic illness or malformations are still inconsistent across hospitals and may be non-existent in basic care hospitals.  Parents delivering at hospitals with Level IV/V NICUs (e.g. St. Peters, Albany NY) may have a licensed clinical social worker (LCSW) immediately assigned to them as their case manager even prior to delivery.  Smaller or regional hospitals with Level I and II NICUs (e.g. Hunterdon Medical Center and Somerset Medical Center, both in New Jersey) typically have an LCSW coordinating care for the cases that occur locally.  In an interview with Ms. Susan Freedman, MSW, LCSW for the Hunterdon Medical Center, she advised that most at-risk pregnancies are recommended to deliver at hospitals with at least a Level III NICU.  The cases they generally get locally are those which were undiagnosable through prenatal testing and/or those where mothers are unable to travel (e.g. due to cost, lack of transportation, proximity) to higher level NICU hospitals. [2:  NICU refers to Neonatal (new born) Intensive Care Unit.  The levels refer to the “complexity of care provided, ranging from Level I or basic care (all hospitals which have maternity wards must have at least this level which deals with lower level issues such as elevated bilirubin levels or jaundice) to the most complex care or Level IV/V Regional Subspecialty NICU care [where life saving equipment and surgery may be needed for the most at-risk babies].” (Blogdoc) There is still some confusion about what the top NICU levels are called.  An agreement by The American Academy of Pediatrics, published in November, 2004, delineated three separate levels and subdivided the highest - Level III into three subcategories (A, B and C) of care based on the NICU’s capabilities to provide critical care to babies born with greater than 28 weeks of gestation and that can do minor surgery  and conventional mechanical ventilation(A), to provide care to premature babies of less than 28 weeks or babies greater than 28 weeks but who are in the higher risk category and need more advanced resuscitation techniques and staff(B), or  that have the capability to do complex surgical procedures on any newborn of any gestational period and have highly specialized and capable staff and techniques (C).  However, there is no official Federal mandate to adhere to this agreement and many states still use the Level IV and Level V to refer to some similar capabilities to Level III A-C. (Committee)
] 

	Standards for hospitals are varied.  Finding the path of responsibility for standards can be confusing.  Regarding standards for critical care, federal government regulations have changed since 2002 where “critical access hospitals accredited by The Joint Commission are deemed to meet Medicare certification requirements.” (State/Federal)
	In order for a health care organization to participate in and receive
Payment from the Medicare or Medicaid programs, it must meet the eligibility
Requirements for program participation, including a certification of compliance
With the conditions of participation, or standards, set forth in federal regulation.
This certification is based on a survey conducted by a state agency on behalf of
the Centers for Medicare & Medicaid Services.  However, if a national accrediting
organization, such as The Joint Commission, has and enforces standards that meet or exceed Medicare requirements, CMS may grant the accrediting organization “deeming” authority and deem each accredited health care organization as meeting Medicare and Medicaid certification requirements. The health care organization would have deemed status and would not be subject to Medicare’s routine survey and certification process. (State/Federal)
	There is also now a Birth Defects Registry at a federal level which is populated with data coming from regional state coordinators.  At the New Jersey state level, a copy of the registration information is sent to each County Case Manager.  Hunterdon Medical Center is the location of the County Case Manager for Hunterdon County, New Jersey.  Each state is potentially different in the way they coordinate and share data.  In New Jersey, for example, ‘Hispanic’ is included in the ‘White’ category. From a parental perspective, much in way of assistance is still left to the parents to initiate due to, it would seem, a societal fear of invasion of privacy.  Additionally, many of the processes appear to be driven by the governmental requirements at the federal and state levels, to collect data on babies born with defects in an effort to analyze, resolve and reduce these numbers, as opposed to the desire to help the parents.
	When a child is born with a chronic illness or a catastrophic condition as a result of physical malformations or related issues of being a premature birth of 24 to 37 weeks gestation, the needs of stabilizing and keeping that child alive are justifiably the first priority of the medical staff.  The second priority is telling the parents about their child’s condition.  Generally, in hospitals where there is no advanced NICU (level III-V), there is no assurance of emotional or mental health support for the parents at first notification.  This is especially true for most birthing centers and for at-home births.  Application of federal (“Public Law 99-457 amendments to the Education of the Handicapped Act or EHA enacted October 8, 1986” (Hutchins 143)) and state mandates requiring mental health support be available for parents and their children, do not require this support at notification, but rather during the long term as the child develops.
	These services are outlined by the New Jersey Department of Health and Senior Services (NJDHSS) in a brochure “What you should know about… Special Child Health and Early Intervention Services [SCHEIS]” or online at that department’s website under ‘Special Child Health Services Registry’. Long term support is critical and this requirement is a significant step forward.  However, the stress begins and the chinks in the armor of the caregivers and their families begin at point of notification.  Because there is currently no mandated ‘at notification’ support, providing a plan for such cases is also included in this project plan.
	In addition to a relatively new governmental focus on children born with birth defects, chronic and or catastrophic illness, and in line with the ‘people first’ focus of assistance for people with special needs, there has also been more done to treat more than the illness of the child.  More studies now recognize the impact of the family dynamics, the role of the primary caregiver, and the impact of the illness on each member of the family.  As a result, it is no longer acceptable to treat the child’s illness without paying attention to the emotional and mental health of the child, their parents and siblings.  One such study by Jan Walker, reports on the use of Emotionally Focused Therapy (EFT) with parents of chronically ill children.
	EFT is a therapy based on the exploration of each family member’s feelings, the identification of negative interaction cycles, identification of underlying negative emotions and the acknowledgement of same, identification of needs and wants, finding new solutions to old problems, and finally the reinforcement of the new cycles of attachment behavior. (Center)  It is behavioral like Carl Rogers’ concepts and communal like Urie Bronfenbrenner’s.  The Bronfenbrenner model shows a person at the center of their Microsystem - their body, mind and capabilities.  They interact with their Macro or Exosystem which is the society and culture through their Mesosystem, which is family, friends, school and religious organization.  (Bronfenbrenner)  For a person to be whole, all systems should be functioning smoothly.  If the Mesosystem is broken due to the aforementioned stressors, the individual will have a difficult and stressful time in the other areas of their lives.  Results of using EFT were favorable with a follow-up six months after the initial therapy. The key question with this work was whether the parents could maintain the progress or would need a refresher.  More research for other studies may be warranted to determine if this process of therapy will work long term.  However, it would seem logical to follow up with the patient and their family on a yearly or bi-annual basis for ensuring continued success.
Proposal
	My proposal with this project is to put in place a system to provide ‘at-notification’  mental health support currently unmet for new moms and dads of chronically and/or catastrophically ill newborns and their siblings. The project marries the holistic concern for women and their well-being as promoted through women and gender studies and psychology, a field which is concerned with helping people to manage emotionally and mentally with life’s challenges.  This project has its seed in my own experience with having had a child born with a very rare and severe heart defect and the ensuing challenges with the medical field and staff, with the emotional roller coaster as a working mother and primary caregiver, and with all the other issues of siblings, extended family, schools and the affected child’s emotional issues. 
Problem Statement
	It is clear from the literature review that there is a need to provide mental health support to the mothers, fathers and families of children born with chronic and/or catastrophic illnesses.  The continued health of each family member is intricately linked to the mental health and well being of primarily the mom and to the cohesiveness of the family.  Current trends in government at the federal, state and local levels are in line with this provisioning.  Level IV/V NICUs are providing a case manager LCSW to each family that has been pre-identified and is expecting a child with a problem.  The shortfall occurs when there is no knowledge of problems with the soon-to-be-born infant and the delivery occurs at a less than Level IV/V NICU.  This project is aimed at rectifying this shortfall and meeting unmet needs of new moms and dads of chronically and/or catastrophically ill newborns and their siblings.
Project Design
	This project will have several elements. First, expectant parents need to be aware of the possibility of there being an undetected problem, whether it is low risk such as a birthmark situated on a baby’s face or as severe as a life threatening abnormality. To provide this awareness, a pamphlet will be created to be included in the materials received by expecting parents through their obstetrician, birthing coaches and/or midwives, in parenting classes, Lamaze classes and/or provided during the tour of the maternity ward.  For parents who have had prenatal testing completed and who are aware of a problem, this will be a further resource with contacts for various websites, support groups and the area Level III+ NICU hospitals to which their child might be transported.  See Appendix A for a sample of the information to be included.
	The second element of this project is to establish a local group of specially trained LCSWs who will be on call during specific times of the week to provide around the clock ‘at-notification’ counseling and support to parents and families of children born with chronic or catastrophic illnesses.  Because of the need to be available within a tight timeframe, it is necessary to staff the group with local LCSWs and clinical psychologists.  Exceptions can be made where these counselors have their offices and or homes in a 20 mile radius around the facility.  LCSWs and Clinical Psychologists need to “complete a minimum of 40 hours of continuing education (5 hours of which must be in ethics and 20 hours of which must be related to clinical practice)” (“Licensing”) required for performing a counseling role in order to renew their licenses.  “The allowable sources for continuing education hours will remain the same and include… In-service social work training- not staff meetings, 	QA, or case reviews (up to a maximum of 6 hours).” (ibid)  This project will provide training for those LCSWs and psychologists who are unfamiliar with the issues of children with chronic and/or catastrophic illness, the effects on the mother and on the family (it can be taken as a refresher course for those previously trained.) 


Project Budget
	Project Expenses (estimated)

	Resource
	Description
	Quantity
	Per Unit Cost$
	Total Cost $
	Subtotals $
	Grand Total $

	Staff
	
	
	
	
	
	

	Program Admin-istrator
	Individual responsible for scheduling, record keeping, and follow-up
	1
	25,925 – 36,180/year[footnoteRef:3] [3:  Actual expense will depend on the experience and education level of the individual hired. As an administrative job, this individual would not be counseling, however, the individual will have follow-up contact with the clients and therefore should be at least a Certified Social Work Case Manager who will also be required to take the specialized training to understand the sensitive ] 

	30,000
	30,000
	

	LCSWs
	LCSWs on call for “at-notification” counseling
	12
	Standard charge paid by insurance; per hour rate (80.00 for Aetna + 25.00 copay/hr);
For those without insurance or Medicaid – cover 105.00/hr
	**[footnoteRef:4] [4:  The amount here will vary depending on the location.  For this Beta test at the Hunterdon Medical Center, Flemington, NJ, it is estimated that there would be a maximum of 6 patient/families per week as that is the bed capacity for their Level II NICU.] 

	6,552[footnoteRef:5] [5:  Calculated high as a potential of 6 neonatal beds times 365 days times the aproximate rate of critical defects] 

	

	LCSWs class instructor
	Specialized training for “On-Call” LCSWs.[footnoteRef:6] [6:  The goal is to have this course approved by the Board of Marriage and Family Therapy Examiners so that it can be used for required Continuing Education Credits.] 

	6-8 hours
1x/year
	20/hour
	160
	160
	36712



	
	
	
	
	
	
	

	Printing

	
	
	
	
	
	36712.00

	
	Tri-folds for Parenting Classes, Lamaze classes
	1600
(800 in English; 800 in Spanish)[footnoteRef:7] [7:  The goal is to have this course approved by the Board of Marriage and Family Therapy Examiners so that it can be used for required Continuing Education Credits.] 

	1000 for 221.00
	353.60
	353.60
	

	
	Tri-folds for tours of Maternity wards.
	1600 
(800 in English; 800 in Spanish)
	1000 for 221.00
	353.60
	353.60
	

	
	Business Cards
	1600 
(800 in English; 800 in Spanish)
	1000 for 10.00
	16.00
	16.00
	

	
	Class materials:
-1” Binders
- course material
- pens
	25 sets
	2.49/1
	65.00
	65.00
	788.00

	
	Translation
	1570 words
	.26/word
	408.20
	408.20
	1196.40

	
	
	
	
	
	
	

	Supplies
	
	
	
	
	
	37908.40

	Pens
	Bic ballpoint stick
	3 dozen
	2.29/dozen
	7.00
	7.00
	

	Paper
	Box of printer paper 5000shts/case
	8.5x11 (12 cases)
	34.00/case

	408.00

	408.00
	

	
	Pack of lined pads
	12 pack
	49.00/case
	49.00
	49.00
	

	Printer
	Combo with fax/scanner/ printer
	1
	250.00/1
	250.00
	250.00
	

	Computer
	Desktop
	1
	400.00/1
	400.00
	400.00
	

	Mouse
	
	1
	30.00/1
	30.00
	30.00
	

	Software
	Microsoft Office Prof
	1
	140.00/1
	140.00
	140.00
	

	Shredder
	Cross shredder for highly sensitive documents.
	1
	50.00/1
	50.00
	50.00
	1334.00

	Expense Total[footnoteRef:8] [8:  This assumes that there will be no sharing of hospital facilities with this service.  This is a high estimate for the project costs in order to ensure that the financial worst case scenario is fundable.  Office supply numbers were taken from the Staples™ Business Delivery Catalog 2010 Buying Guide. Computer estimate is from Walmart Corporation.] 

	
	
	
	
	
	

	
	
	
	
	
	
	39242.40



	Funding (Estimate)

	Resource
	Description
	Requested Amount
	Total $ Provided
	Balance

	Hunterdon Medical Center Foundation[footnoteRef:9] [9:  Foundation Director of Development, Ms. Sally Cleary, indicated to me during our phone meeting that the hospital foundation only funds HMC projects.  She will work with me to reach the appropriate people in order to have the program adopted.  In the meanwhile, work to increase the Foundation funds will need to be done such as planning a fundraiser which will provide the necessary funds for at least a portion of the cost so as to avoid hurting any other hospital initiatives.] 

	Must have program adopted by hospital; fundraiser to beef up Foundation Funds.
	19090.00
	tbd
	

	March of Dimes[footnoteRef:10] [10:  A call to the National office yielded a reference to the local Chapter for funding.  Calls were made to Ms. Christy Keppel, NICU Support Specialist to discuss the potential for a local merger of this pilot with MODs excellent program of support for families where the mother gives birth at a higher level NICU and where a child delivered elsewhere has been already admitted to a higher level NICU.  At the time of submission, Ms. Keppel has not responded.  This may in part be due to the holiday season which began at the end of November and will continue through the beginning of January and the end of the year close-out for financials.] 

	Proposal to partner with local chapter out of Cranbury, New Jersey.
	19090.00
	tbd
	

	E-Digital Graphics
	Proposal to obtain all printing at a small amount over cost. (2% versus normal 15%)
	656.00
	100.00
	





	Spanish Professor
	Collaboration to translate all materials being used into Spanish.  From the American Translators Association site and estimate of the value of this translation is .26 (average) per word per document times approximately 1170 words/trifold and approximately 400 words for the bifold card.
	408
	
	

	Funding Totals
	
	
	
	39242.40

	Balance
	
	
	
	0.00



About the Potential Funders
· The Hunterdon Medical Center Foundation is a nonprofit public foundation that helps preserve and expand the programs and services of the Hunterdon Healthcare System in patient care, clinical research, medical and public health education and preventive medicine.

· March of Dimes is a nonprofit organization which funds programs in collaboration with their local chapters to “improve the health of babies”.  Though the focus is usually on prevention before conception and during pregnancy, there is a facet that focuses on the health of the mother and newborn.

· United Way is a national organization with three focus areas: Education, Income and Health.  The later “addresses pressing health and healthcare issues facing communities across the country.  Community by community, United Ways and their partners target childhood obesity, health insurance coverage issues, healthcare quality, childhood immunizations, substance abuse, family violence, oral health or other healthcare concerns voiced by their community.” (Health)

· e-Digital Graphics is a small, privately owned printing business in Greenbrook, New Jersey.  The owner has been a member of Rotary and intimately involved with bringing children with heart problems into the country from developing nations in order for them to receive necessary repairs and treatment.  Because of the poor economy, the owner was apologetic about not being able to give more.
Expected Results
This project is one which will take at least a couple of years to prove out.  However, it is expected that with the early information provided to expecting parents, more people will be aware of the potential for having a child born with a problem, that they will be able to adapt to their child’s condition more easily and that the notification and the support systems which will be established from that point, will have the effect of keeping the family mentally and emotionally healthy and together as a cohesive and co-supportive unit no matter what the family.  The survival of the family unit is directly correlated to the cohesiveness of the family.  With the mental and emotional support needed being provided, each member of the family will stay connected even while experiencing stressful moments and events.  The child with the health issues will have the opportunity to learn to manage their emotions and gain perspective regarding their condition and the mother will learn a healthy way to interact with and manage that child and any others she has.  There are other societal gains which will be difficult to measure in the short run.  Improved productivity while at work by the parents of the child and less lost work days can be realized.  Likewise improved productivity of the child and siblings at school with less lost days may be realized.  There is also a potential for reduced medical and healthcare costs shared by both the family and the company where the parent (s) work due to better coping mechanisms and reduced stress induced illnesses.


Appendix A – The Pre-Natal Brochure
	This is a sample of what would be included in this brochure:
· A letter from the Maternity and Newborn Care local hospital department head with information about the possibility of undetected birth defects.
· A resource list of organizations in the vicinity and phone numbers, e.g. the Women’s Resource Center and Catholic Charities.
· A list of websites like the Children’s Disabilities Information Site at http://www.childrensdisabilities.info/, the March of Dimes site at http://www.marchofdimes.com/pnhec/4439_1206.asp, and the Center for Disease Control at www.cdc.gov.
· A list of support groups for various conditions, including: March of Dimes, the American Heart Association, American Lung Association, American Liver Foundation, the hospital’s LCSW name and phone number, and the hospital chaplain.
· A list of local and on-line parent support self help groups, and 
· Statements by experienced parents and their adult children, born either with undetected problems or for whom there was notification before birth, but all who were able to benefit from counseling, regarding the importance of maintaining good mental and emotional health and the positive results of having had support.
Emotional and Mental Health Support
· Access to a psychologist or Licensed Clinical Social Worker is critical at the time of notification either at prenatal testing or postpartum, as well as going forward during the development of the child.  This is especially true if the birth defect is either not immediately reparable or there is a developmental aspect whereby the condition of the child can change and/or worsen.  Mental health support for the child is important, especially in cases where they are forced to understand and live with the specter of early mortality.  Mental health support for the mother is critical as, at least in the current culture, she most often is the primary caregiver and stability of the family is often linked to her mood.
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