Workshop Notes 8/18/03

Starting Point and Discussion of Goals

· Student performed a literature review: reviewed all topics set out in list of interventions and compiled 442 papers through major sources.  These articles are in an endnote file as well as abstracts and pdf files that are searchable. Through literature search found areas where there was large gaps in the literature.

· This chapter should focus on childhood developmental disabilities, which is a very broad area because there are many causes that will be cross-referenced by other chapters.  In other publications, long-term disability is often left out and mortality and short-term morbidity are only considered.

· Discussion on the title of the chapter and the nuanced understandings associated with words like “learning” and “disorder”.  Propose to change the title to “Developmental Disabilities”.

· As mentioned, this topic is very broad and potentially problematic in terms of being vague.  One strategy is to acknowledge the breadth and identify up to three interventions to explore in greater depth.

Discussion on Selection of Topics

· No concrete starting point.  Section VIb of the outline shows the potential priority interventions.  

· Integrated interventions involving cognitive stimulation and nutrition and health care services

· Screening programs followed by interventions for fetuses, infancies and children at risk (prenatal, newborn, early childhood)

· Parental education, literacy programs

· Community-based rehabilitation

· Inclusive education

· ADDED – trauma and injury prevention

· Criteria that would be interventions that could have some impact and are currently or will soon be able to put into practice in developing countries.

· Priority should also be given to interventions that are more universal, however, choosing one universal intervention is difficult due to vast differences in countries in terms of risk and cultural norms.

· One strategy is to pick three descriptive conditions where one has been considered cost-effective as identified by the literatures.  A second strategy can be one where we think we can make some estimate based on available data and then a third where we can discuss some potential benefits but acknowledge that there is not any data to demonstrate benefit at this time.

Methodological Discussion

· Discussed the use and complications of the Global Burden of Disease and DALYs.  The DALYs do not take several factors into account.  In general, they do not capture developmental effects, which can result in developmental disorders getting a low priority.

· At present, no cutoff economic threshold has been established.  The understanding is that this group would provide information that the ministries of health and finance would then be able to use to make decisions according to the needs and priorities of their particular country

· There are a couple different strategies for the economic cost-effectiveness portion of the chapter.  First, one could do a cost-effectiveness analysis for a few different kinds of interventions that can be used to address a particular disorder and see which is most cost-effective.  A second approach is to use something like DALYs to determine the most cost-effective way to prevent disability.

· This second approach returns to the problems inherent in the DALYs.  From a research perspective, US economists do no accept the DALYs construct due to the arbitrary weights built into the system.  One would not likely find a DALYs study accepted in the US in the economics literature.  One option would be to give a caveat and say, “if one wanted to quantify in DALYs, this would be the result….”

· While DALYs are used more outside the US and UK, the economics literature is primarily dominated by the US and UK.

· Cutler’s approach uses a willingness-to-pay (WTP) methodology which is more defensibly grounded in economic theory and can also back out of observed behavior

· The question arose to whether WTP is culturally determined and the differences between reported willingness-to-pay and actual observed behavior.  The WTP has examined the costs of seatbelts and consumer decisions prior to federal regulations.  There are several other natural experiments that allow for valuation of life including OSHA regulations, fire safety, and income premiums for risky occupations.  Overall, the life valuation is estimated in the $1 million to $2 million range.

· Another approach might be to take direct and indirect calculation of costs where the direct costs are medical expenditures and the indirect costs are lost wages. 

· As seen in the guidelines, age weighting is not used.  This is methodologically questionable considering that it results in weighting the value of years between the ages of 40 and 50 equal to those between 80 and 90.  The lack of age weighting, however, gives more credence to childhood disorders, however.  

Potential Areas for Analysis

· One potential area we may want to focus on is the area of genetic disorders where the developmental effects are likely to be left out of other chapters.  Some of the techniques for genetic testing are not available for the developing world, however, we can show how new technology would contribute to making the condition more cost-effective.  For example, some screening is now available through pap smears.

· Discussion focused on the political controversy of focusing on prenatal screening for genetic disorders where the only treatment is termination of pregnancy.  

· Another important element of genetic disorders is that it is hard to motivate leaders to take action against one specific (and often largely unfamiliar) disorder.  Instead, discussing the benefits of screening for a larger classification of genetic disorder has more power in both political buy-in as well cost-effectiveness since economies of scale can be incorporated into the screening process for multiple diseases.  An example is adding rubella to the MMR and the overhead costs are spread out over multiple benefits.

· Discussed the level of disability in including dental health as well.  How should disabilities of this magnitude be incorporated, if at all?

Miscellaneous

· The term “disability” is a social construction and some argue that every person has some disability to some extent.  The concept of disability also varies considerably according to culture and this chapter should recognize this.  Still, we can refer to what definitions countries and international organizations like the WHO have employed to discuss issues regarding disability.

· As mentioned previously, there are several “boundary” decisions to be made and as the terms like “disability” become more amorphous, the more difficult it will be to approach it in any depth with specificity.

· Interventions that prevent disorders are typically considered the most cost-effective approach.  This is not necessarily so because we cannot identify which individuals will develop the condition and therefore one must often have large prevention programs to prevent a small number of cases.  (e.g. PKU)

· Some discussion examined elements of the social gradient and social policy that can affect developmental disabilities.  Even though these social conditions may have an impact, one might argue that pursuing it may not be useful because it is highly unlikely that one would look to redistribute income in order to obtain a better public health outcome.  Additionally, it is important to recognize that when income is redistributed, the total “pie” will shrink due to different incentives.

· Emphasized the necessity to point out that electronic fetal monitoring has not been effective and the importance of evidence of effectiveness in beginning with these types of cost-benefit studies.    

Explanation of Table 1

· Much discussion focused on the relevance of certain diseases and disorders and the placement of them on them on Table 1.  Table 1 will likely be expanded and revised significantly but it provides a framework for classifying interventions.

· Horizontal axis looks at interventions at various stages:

· Primary – avoiding the disability or condition that causes disability.  This category includes termination of pregnancy when genetic disorders are identified in prenatal screening.

· Secondary – preventing the condition from being a disability typically through early effective intervention.

· Tertiary – this level of care is what is currently being done for people with disabilities (which may have occurred for a variety of reasons) in order to alleviate the disability to a certain extent.  By adding the services in tertiary category, one would see an increase in disability because there is an increased recognition of the disability.

· Vertical axis looks at the level of information currently available which falls into three categories:

· Effective as shown in the literature – this category includes interventions that have been shown to be effective in studies.

· Data available for estimates – this category either has mixed results in the literature that would require further research or there is data available to estimate.

· No data available – this category includes those that have potential benefits for but there is no data as of yet for estimates and calculation.

· There are “shades of gray” between these categories, depending on when an intervention is implemented.

Table 1: Classification of Developmental Disorders

	
	Primary 
	Secondary 
	Tertiary 

	Effective as shown in literature
	Rubella vaccine

Down’s Syndrome screening 

Hemophilus vaccine
Food fortification (folic acid and iodine)

Removal of lead from paint and fuel

Vitamins and supplementation (vitamin A and vision)

Fluoride for dental carries
Measles prevention
	Iron treatment
Eyeglasses

Hearing aids

Newborn screening followed by intervention

	Blindness management

	Data available for estimates
	Malaria prevention

	Management and screening of neonatal jaundice

Management of Malaria

Treatment for otitus media

Preventing various neonatal complications (e.g., neonatal asphyxia) through ER obstetric services
	Special education

Prosthetics

Physical therapy for cerebral palsy

	No data available, but potential for benefits
	Fetal alcoholism prevention – exposure reduction

Trauma prevention (bicycle helmets, burns)

Shaken baby syndrome prevention and child abuse prevention

Obesity prevention

Breast feeding
Neonatal tetanus prevention
	Dehydration/ Diarrhea Treatment

Post-natal combined cognitive stimulation and nutrition
Head injury and trauma
	Community-Based Rehabilitation (CBR)

OT, PT, ST 


Yellow – questionable inclusion 

Blue – potential analysis choice

Selected Interventions 

1. Rubella vaccine (primary, effective)

2. Downs’ syndrome prenatal screening (primary, effective)

3. Hemophilus vaccine (primary, effective)

4. Folic acid fortification (primary, effective)

5. Newborn screening followed by intervention (secondary, effective)

6. Post-natal cognitive stimulation combined with nutrition (secondary, no data)

7. Head injury and trauma (secondary, no data)

8. Physical therapy for cerebral palsy (tertiary, data available)

Information Necessary for Cost-Benefit Analysis

· (1)  Need an understanding of the technology (production function) of the intervention with questions such as:

· Describe the procedure of the intervention.

· How often is the intervention delivered? (once, once a year, monthly, etc…)

· Who delivers the intervention? (nurse, physician, volunteer)

· What does the labor cost? (wages*time)

· What do the “materials” cost? (pharmaceuticals, equipment, etc…)

· (2)  Need to know about the prevalence rate of the condition and the age of onset to calculate the impact over a lifetime.  Individual data with SES would be ideal, but not required.

· (3)  Need to know what the medical costs would be if there was no intervention.

· Discussion around what to do about countries with high unemployment rates.  Does this lessen the impact of the country in terms of lost wages?  There are a couple of approaches.  One would be to value the “shadow wage” of the person who performs duties that are not in the labor force such as child caretaking.  Another approach would be to apply the unemployment rate to the number of people affected by the condition.  

· Another discussion focused on the importance of the discount rate.  The discount rate can be explained monetarily (e.g. how much money would I need to put in the bank now to have $100 two years from now?) however, it is not based on money but rather the higher value placed on the immediacy rather than in the future.  Typically, anything projected 20 years in the future has a very low present value.  The DALYs have a 2% discount factor in them.

· Beginning to brainstorm on informational requirements for Downs’ syndrome: technology – triple screening and ultrasound; additionally select high-risk group for amniocentesis.  Personnel – nurse midwife and time for testing and counseling.  Materials – cost of blood test and other technologies.

· Through this discussion, we explored the differences between developed practices and developing countries and the appropriateness of developed country interventions.  For Downs’ syndrome, prenatal screening is cost-effective in the environment where prenatal care is standard and the screening is one additional component of general prenatal care.  When prenatal care is rare, however, this intervention becomes significantly less feasible.

· Downs’ however resonates with others as a mental retardation condition that would be easier to get the readers understanding the concepts of mental retardation and the importance of prenatal screening.  It is perhaps a disease that can represent the developmental disorders in a way that others might best understand.

· Discussed the possibility of analyzing social conditions associated with mild retardation.  One measurement factor might be the raise in mean IQ or a threshold effect of raising the IQ above 80 or a different threshold. 

Workshop Notes 8/19/03

· To begin Tuesday’s discussion we went through list of eight interventions selected yesterday and try to prioritize in terms of policy importance and/or how we want to approach these subjects in the chapter.

· The World Development Report has at least some data on overall health expenditures by country.  In many instances it is only broken down into public and private amounts.  In using the publication to help governments make decision, the understood approach is to analyze medical and directly linked social expenditures as opposed to more far reaching cost/benefits.

· When discussing the interventions in terms of policy priority, almost all were considered to have a high level of priority, particularly those that have demonstrated effectiveness such as rubella and hemophilus prevention.

· When considering the best strategy for covering these various conditions in the chapter, the following assessment was made as a first draft of a strategy:

I.  Literature review of established interventions that have found to be effective

· Rubella vaccine

· Hemophilus and neurmococcus (sp?) vaccines

· Prenatal and newborn screening using Downs’ syndrome as an exemplar

· Folate as food fortification – some discussion revolved around the urban/rural differences in food fortification where rural people are much less likely to receive the intervention based on their preparing a majority of their food as opposed to purchasing it
II. New directions to explore in terms and attempts at cost effectiveness calculations

· Nutrition/cognitive stimulation interventions.  As discussed yesterday, this intervention is based on the work that shows that nutritional interventions are largely ineffective on their own and only become effective when the cognitive stimulation component is added.  This category may pose some difficulties in calculation due to the wide variety of ways in which is can be designed.  This variance, however, might also assist in demonstrating under what conditions the program can become cost-effective.  The Head Start program in the U.S. might be an interesting intervention to discuss.  More discussion related to the home visit component of these types of programs and how they address a variety of developmental concerns such as those dealing with child abuse and other issues.  Some concern was expressed as to the difficulty of quantification and the feasibility of large programs focused on home delivery of the intervention.  Quantification of benefits will focus on increases in IQ and benefits estimated from crossing an IQ threshold.  This strategy will encounter some controversy due to the controversial nature of the IQ scale.

· Much discussion revolved around the possibility of trying to cost out CBR programs.  One possibility is to use the known effectiveness data regarding the physical therapy component of CBR when working with cerebral palsy patients.  This intervention is a potential category for calculation; however, the general feeling is that we would pick one of the two mentioned here and not try to approach both of them.

III. Setting the research agenda and identifying important issues that should be addressed

· CBR programs will most likely be discussed here and evidence from the PT component discussed above can be discussed in this section without going into quantification

· Brain trauma and injury

· Behavioral pharmaceuticals like Ritalin was also discussed as a potential intervention worth considering for the future and it was suggested that ADHD and similar conditions should at least be addressed as to falling within this category of conditions

· There is a possibility that we will want a “boxed” case study that discusses a success story within this realm.  One potential success story discussed was that of polio which has been addressed throughout the world. 

· Next steps:

· The chapter is estimated to be approximately 30 to 40 double-spaced pages (plus appendices).

· For the literature review section, continue with the 1980 as the starting point for literature reviews and examine these more selected interventions in greater detail.  Summarize the important parts of the literature and general findings and how translatable these findings are to the developing world.

· For the cost-benefit section, begin to collect data on the technology associated with the intervention.  Work on potential benefits by finding relevant quantification (through DALYS or similar scale) and translate to potential benefits that will likely stem from the labor market and human capital effects.  

· For the research agenda section, determine what the relevant inputs and impacts would be and give some direction to the plan to go about estimating the cost-benefit of these interventions.

· Following these sections would include the conclusions and policy implications as well as considering the polio discussion for the boxed case study.

� With the caveat that it is necessary to have 80% or more of the population covered in order for it to be effective – (Hinman et al 2002)


� Iodine will likely be covered in the nutrition chapter but probably not to the extent on the developmental disabilities.  Want to mention these contributing effects in the summary


� Malaria issues is something we may want to discuss, however, it will likely be covered in other areas.
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