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Topic Brief: Social and Structural Determinants of Health 
in Epilepsy 

 

Date: 9/14/2022 

Nomination Number: 1009 
 

Purpose: This document summarizes the information addressing a nomination submitted on 

June 3, 2022, (https://effectivehealthcare.ahrq.gov/get-involved/nominated-topics/health-

disparities) through the Effective Health Care Website. This information was used to inform the 

Evidence-based Practice Center (EPC) Program decisions about whether to produce an evidence 

report on the topic, and if so, what type of evidence report would be most suitable.  
 

Issue: The nominator, the American Epilepsy Society, is a clinical society requesting a 

systematic review to understand social and structural determinants of health for children and 

adults with epilepsy. They plan to incorporate findings from a review into guidance and/or 

member education activity and program opportunities.  

 

Findings: The scope of this topic met all EHC Program selection criteria and was considered 

for a systematic review. However, it was not selected.  

____________________________________________________________ 

 
Background  
Approximately 3 million U.S. adults and 470,000 children have active epilepsy1. Previous 

studies indicate that persons with epilepsy are more likely to experience barriers or delays in 

receipt of certain types of care, including epilepsy specialty care, and that these delays are often 

associated with individual factors or social determinants of health. Social determinants of health 

are environmental conditions that can affect health, function, and quality of life. These are 

grouped into 5 domains: economic stability, education access and quality, healthcare access and 

quality, neighborhood and built environment, and social and community context2. These can 

contribute to health disparities and inequities.  

 

Adults with epilepsy were more likely to have Medicaid or other public insurance coverage and 

to report an inability to afford prescription medicine, specialty care, or vision or dental care. 

Adults with epilepsy were more likely to take less medication than prescribed to save money, to 

be in families having problems paying medical bills, and to report delaying care because of 

insufficient transportation3.  

 

The nominator is clinical society that plans to develop guidance based on the AHRQ systematic 

review. They were consulted to provide additional detail around the population, exposure types 

and outcomes of interest. They had interest in a review similar to the in-progress systematic 

review on “Social and Structural Determinants of Health Risk Factors for Maternal Morbidity 

and Mortality: An Evidence Map.”     

 

https://effectivehealthcare.ahrq.gov/get-involved/nominated-topics/health-disparities)
https://effectivehealthcare.ahrq.gov/get-involved/nominated-topics/health-disparities)
https://effectivehealthcare.ahrq.gov/products/maternal-morbidity-mortality/protocol
https://effectivehealthcare.ahrq.gov/products/maternal-morbidity-mortality/protocol
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Scope  

1. What risk indicators have the greatest prediction of poor health outcomes for adult with 

epilepsy? 

2. What risk indicators have the greatest prediction of poor health outcomes for children 

with epilepsy? 

Population 1. Adults with epilepsy 2. Children 18 years and younger with 
epilepsy and their caregivers 

Exposure/Comparator Include biological, social, and 
environmental factors from the individual 
(e.g., patient factors such as 
education/health literacy/cultural beliefs, 
trust, socioeconomic resources), 
family/family structure, provider factors 
(e.g., cultural competency, bias, fluency in 
languages other than English), health care 
system/geographical and community 
levels (e.g., systemic factors such as 
availability of health insurance, quality of 
health insurance, training for providers, 
appointment duration), with a special 
interest in predictors related to access to 
quality care, patient-provider dynamics, 
and social and structural determinants of 
health, including racism (e.g., 
race/ethnicity, acculturation, 
socioeconomic status, insurance status, 
adherence, education/health literacy, 
English proficiency)  

Include biological, social, and 
environmental factors from the individual 
(e.g., patient factors such as 
education/health literacy/cultural beliefs, 
trust, socioeconomic resources), 
family/family structure, provider factors 
(e.g., cultural competency, bias, fluency in 
languages other than English), health care 
system/geographical and community 
levels (e.g., systemic factors such as 
availability of health insurance, quality of 
health insurance, training for providers, 
appointment duration), with a special 
interest in predictors related to access to 
quality care, patient-provider dynamics, 
and social and structural determinants of 
health, including racism (e.g., 
race/ethnicity, acculturation, 
socioeconomic status, insurance status, 
adherence, education/health literacy, 
English proficiency)  

Outcomes Health outcomes related to epilepsy (such 
as seizure control), Health status 
outcomes such as health-related quality of 
life, patient satisfaction, resource 
utilization (such as emergency department 
use), harms 

Health outcomes related to epilepsy (such 
as seizure control), Health status 
outcomes such as health-related quality of 
life, patient satisfaction, resource 
utilization (such as emergency department 
use), harms 

Setting Non-U.S. excluded Non-U.S. excluded 

 

 
 
Assessment Methods  

See Appendix A.  

 

Summary of Literature Findings  
We identified five reviews partly addressing the scope. Two focused on adults: a scoping review 

that focused on factors associated with treatment adherence in adults4, and a systematic review 

on rural people with epilepsy5. The three reviews on children focused on factors associated with 

utilization of surgery in children6; scoping review on socioeconomic factors on prevalence, 

adherence and outcomes7; and an in-progress scoping review on disparities in pediatric epilepsy 

broadly (expected completion in 3-6 months)8.  Searches for all reviews end in 2020.  

 

We identified four relevant studies9-12 from the nomination that were published in the last five 

years. In addition, we identified 18 studies in our targeted search, most not included in the five 
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scoping reviews and systematic reviews. Factors examined in studies included race/ethnicity, 

insurance status and type, age, socioeconomic status/poverty, and geography.  

 
Key question Systematic reviews 

(August 2019-August 
2022) 

Study publications (September 2017-September 2022) 

KQ 1: Adults Total-2 

• Pubmed-14, 5 

Total-12 

• Surgery11, 13, 14 

• Treatment12, 15 

• Quality of care16 

• Mortality17 

• Discharge against medical advice18, 19 

• Adherence 20 

• Quality of life21 

• Access3 

KQ 2: Children and 
Caregivers 

Total-3 

• Pubmed-36-8 

Total-11 

• Quality of life22, 23 

• Treatment 24, 25 

• Adherence 26, 27 

• Emotional well-being 28 

• Remission9 

• Resource utilization 10 

• Surgery 11, 29 

KQ=key question. 

 

Summary of Selection Criteria Assessment 
We identified five systematic and scoping reviews that cover the nomination, but searches end in 

2020. The evidence base is likely small based on our targeted search and examination of 

previous reviews.  
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Appendix A: Methods 

We assessed nomination for priority for a systematic review or other AHRQ Effective Health 

Care report with a hierarchical process using established selection criteria. Assessment of each 

criteria determined the need to evaluate the next one. See Appendix B for detailed description of 

the criteria.  

 
Appropriateness and Importance 

We assessed the nomination for appropriateness and importance.  

 
Desirability of New Review/Absence of Duplication 
We conducted a search for existing systematic reviews. We searched for high-quality, completed 

or in-process evidence reviews published in the last three years August 2019 to August 2022 on 

the questions of the nomination from these sources: 

• AHRQ: Evidence reports and technology assessments  

o AHRQ Evidence Reports https://www.ahrq.gov/research/findings/evidence-

based-reports/index.html 

o EHC Program https://effectivehealthcare.ahrq.gov/ 

• US Department of Veterans Affairs Products publications  

o Evidence Synthesis Program https://www.hsrd.research.va.gov/publications/esp/ 

o VA/Department of Defense Evidence-Based Clinical Practice Guideline Program 

https://www.healthquality.va.gov/ 

• Cochrane Systematic Reviews https://www.cochranelibrary.com/ 

• PROSPERO Database (international prospective register of systematic reviews and 

protocols) http://www.crd.york.ac.uk/prospero/   

• PubMed https://www.ncbi.nlm.nih.gov/pubmed/   

 
Impact of a New Evidence Review  
The impact of a new evidence review was qualitatively assessed by analyzing the current 

standard of care, the existence of potential knowledge gaps, and practice variation. We 

considered whether it was possible for this review to influence the current state of practice 

through various dissemination pathways (practice recommendation, clinical guidelines, etc. 

 
Feasibility of New Evidence Review  

We conducted a limited Medline search of primary literature published within the last five years 

from September 2017 through September 2022. We reviewed the entire search yield for 

relevance to the nomination questions.  

 

History and Search Details 
 

Search  Actions 

 
#5 

Detail

s 

Query 

 
Search: #4 AND (Systematic Review[pt] OR Meta-Analysis[pt] 

OR Clinical Study[pt] OR cohort OR systematic) Filters: from 

2017 - 2022 

Results 

 
690 

Time 

 
14:26:31 

#4 
 

Search: #2 AND #3 Filters: from 2017 - 2022 1,295 14:26:18 

#3 Search: Outcome and Process Assessment, Health 1,267,565 14:26:07 
 Care[MeSH:noexp] OR Outcome Assessment, Health   

https://www.ahrq.gov/research/findings/evidence-based-reports/index.html
https://www.ahrq.gov/research/findings/evidence-based-reports/index.html
https://effectivehealthcare.ahrq.gov/
https://www.hsrd.research.va.gov/publications/esp/
https://www.healthquality.va.gov/
https://www.cochranelibrary.com/
http://www.crd.york.ac.uk/prospero/
https://www.ncbi.nlm.nih.gov/pubmed/
https://pubmed-ncbi-nlm-nih-gov.ezproxyhhs.nihlibrary.nih.gov/?term=%234%2BAND%2B%28Systematic%2BReview%5Bpt%5D%2BOR%2BMeta-Analysis%5Bpt%5D%2BOR%2BClinical%2BStudy%5Bpt%5D%2BOR%2Bcohort%2BOR%2Bsystematic%29&filter=dates.2017-2022&ac=no&sort=relevance
https://pubmed-ncbi-nlm-nih-gov.ezproxyhhs.nihlibrary.nih.gov/?term=%232%2BAND%2B%233&filter=dates.2017-2022&ac=no&sort=relevance
https://pubmed-ncbi-nlm-nih-gov.ezproxyhhs.nihlibrary.nih.gov/?term=Outcome%2Band%2BProcess%2BAssessment%2C%2BHealth%2BCare%5BMeSH%3Anoexp%5D%2BOR%2BOutcome%2BAssessment%2C%2BHealth%2BCare%5BMeSH%3Anoexp%5D%2BOR%2BPatient%2BOutcome%2BAssessment%5BMeSH%5D%2BOR%2BTreatment%2BOutcome%5BMeSH%5D%2BOR%2BTreatment%2BFailure%5BMeSH%5D%2BOR%2Boutcomes%2BOR%2B%2BHealth%2BStatus%5Bmesh%3Anoexp%5D%2BOR%2BFunctional%2BStatus%5BMeSH%5D%2BOR%2BPsychosocial%2BFunctioning%5BMeSH%5D%2BOR%2BHealth%2BInequities%5BMeSH%5D%2BOR%2BHealth%2BStatus%2BDisparities%5BMeSH%5D%2BOR%2BQuality%2Bof%2Blife%5BMeSH%5D%2BOR%2BPatient%2BSatisfaction%5BMeSH%5D%2BOR%2BPatient%2BHarm%5BMeSH%5D%2BOR%2B%E2%80%9Cseizure%2Bcontrol%E2%80%9D%2BOR%2BHealth%2BCare%2BCosts%5BMeSH%5D&filter=dates.2017-2022&ac=no&sort=relevance
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 Care[MeSH:noexp] OR Patient Outcome 
Assessment[MeSH] 

  

 OR Treatment Outcome[MeSH] OR Treatment Failure[MeSH]   

 OR outcomes OR Health Status[mesh:noexp] OR 
Functional 

  

 Status[MeSH] OR Psychosocial Functioning[MeSH] OR Health   

 Inequities[MeSH] OR Health Status Disparities[MeSH] OR   

 Quality of life[MeSH] OR Patient Satisfaction[MeSH] OR   

 Patient Harm[MeSH] OR "seizure control" OR Health Care   

 Costs[MeSH] Filters: from 2017 - 2022   

#2 Search: #1 AND Epilepsy[mesh] Filters: from 2017 - 2022 3,833 14:24:51 

#1 Search: Social Determinants of Health[MeSH] OR "social 1,496,035 14:24:31 
 determinants of health" OR "social determinant of 

health" 

  

 OR Sociological Factors[MeSH:No exp] OR 
Prejudice[MeSH] 

  

 OR Gender Equity[MeSH] OR Racism[MeSH] OR   

 Sexism[MeSH] OR Ethnic and Racial Minorities[MeSH] OR   

 racism OR racial OR ethnicity OR Sex Factors[MeSH] OR   

 Gender Identity[MeSH] OR sexism OR "gender equity" 
OR 

  

 "gender bias" OR Social Stigma[MeSH] OR Social   

 Isolation[MeSH] OR Social Support[MeSH] OR "social   

 support" OR culture OR acculturation OR Communication   

 Barriers[MeSH] OR Limited English Proficiency[MeSH] OR   

 Digital Divide[MeSH] OR "language barrier" OR 
"language 

  

 barriers" OR "language fluency" OR Health 
literacy[MeSH] 

  

 OR "health literacy" OR Health Services 
Accessibility[MeSH] 

  

 OR Health Equity[MeSH] OR accessibility OR accessible 
OR 

  

 Insurance Coverage[MeSH] OR Medically 
Uninsured[MeSH] 

  

 OR uninsured OR availability OR Unemployment[MeSH] 
OR 

  

 Socioeconomic Factors[MeSH] OR Economic 
Factors[MeSH] 

  

 OR Economic Stability[MeSH] OR Housing Instability[MeSH]   

 OR Economic Status[MeSH] OR Poverty Areas[MeSH] OR   

 poverty OR Income[MeSH] OR Educational Status[MeSH] OR   

 uneducated OR Social Environment[MeSH] OR 
Community 

  

 Networks[MeSH] OR Home Environment[MeSH] OR Housing   

 Quality[MeSH] OR Social Support[MeSH] OR Community   

 Support[MeSH] OR Geography, Medical[MeSH] OR   

 "geographical isolation" OR Rural Health[MeSH] OR rural OR   

 Urban Health[MeSH] OR urban OR Adverse Childhood   

 Experiences[MeSH] Filters: from 2017 - 2022   

 

https://clinicaltrials.gov/ct2/results?cond=epilepsy&term=disparity&cntry=&state=&city=&dist

=  
 

Value  

We assessed the nomination for value. We considered whether or not the clinical, consumer, or 

policymaking context had the potential to respond with evidence-based change, if a partner 

https://pubmed-ncbi-nlm-nih-gov.ezproxyhhs.nihlibrary.nih.gov/?term=%231%2BAND%2BEpilepsy%5Bmesh%5D&filter=dates.2017-2022&ac=no&sort=relevance
https://pubmed-ncbi-nlm-nih-gov.ezproxyhhs.nihlibrary.nih.gov/?term=Social%2BDeterminants%2Bof%2BHealth%5BMeSH%5D%2BOR%2B%E2%80%9Csocial%2Bdeterminants%2Bof%2Bhealth%E2%80%9D%2BOR%2B%E2%80%9Csocial%2Bdeterminant%2Bof%2Bhealth%E2%80%9D%2BOR%2BSociological%2BFactors%5BMeSH%3ANo%2Bexp%5D%2BOR%2BPrejudice%5BMeSH%5D%2BOR%2BGender%2BEquity%5BMeSH%5D%2BOR%2BRacism%5BMeSH%5D%2BOR%2BSexism%5BMeSH%5D%2BOR%2BEthnic%2Band%2BRacial%2BMinorities%5BMeSH%5D%2BOR%2Bracism%2BOR%2Bracial%2BOR%2Bethnicity%2BOR%2BSex%2BFactors%5BMeSH%5D%2BOR%2BGender%2BIdentity%5BMeSH%5D%2BOR%2Bsexism%2BOR%2B%E2%80%9Cgender%2Bequity%E2%80%9D%2BOR%2B%E2%80%9Cgender%2Bbias%E2%80%9D%2BOR%2BSocial%2BStigma%5BMeSH%5D%2BOR%2BSocial%2BIsolation%5BMeSH%5D%2BOR%2BSocial%2BSupport%5BMeSH%5D%2BOR%2B%E2%80%9Csocial%2Bsupport%E2%80%9D%2BOR%2Bculture%2BOR%2Bacculturation%2BOR%2BCommunication%2BBarriers%5BMeSH%5D%2BOR%2BLimited%2BEnglish%2BProficiency%5BMeSH%5D%2BOR%2BDigital%2BDivide%5BMeSH%5D%2BOR%2B%E2%80%9Clanguage%2Bbarrier%E2%80%9D%2BOR%2B%E2%80%9Clanguage%2Bbarriers%E2%80%9D%2BOR%2B%E2%80%9Clanguage%2Bfluency%E2%80%9D%2BOR%2BHealth%2Bliteracy%5BMeSH%5D%2BOR%2B%E2%80%9Chealth%2Bliteracy%E2%80%9D%2BOR%2BHealth%2BServices%2BAccessibility%5BMeSH%5D%2BOR%2BHealth%2BEquity%5BMeSH%5D%2BOR%2Baccessibility%2BOR%2Baccessible%2BOR%2BInsurance%2BCoverage%5BMeSH%5D%2BOR%2BMedically%2BUninsured%5BMeSH%5D%2BOR%2Buninsured%2BOR%2Bavailability%2BOR%2BUnemployment%5BMeSH%5D%2BOR%2BSocioeconomic%2BFactors%5BMeSH%5D%2BOR%2BEconomic%2BFactors%5BMeSH%5D%2BOR%2BEconomic%2BStability%5BMeSH%5D%2BOR%2BHousing%2BInstability%5BMeSH%5D%2BOR%2BEconomic%2BStatus%5BMeSH%5D%2BOR%2BPoverty%2BAreas%5BMeSH%5D%2BOR%2Bpoverty%2BOR%2BIncome%5BMeSH%5D%2BOR%2BEducational%2BStatus%5BMeSH%5D%2BOR%2Buneducated%2BOR%2BSocial%2BEnvironment%5BMeSH%5D%2BOR%2BCommunity%2BNetworks%5BMeSH%5D%2BOR%2BHome%2BEnvironment%5BMeSH%5D%2BOR%2BHousing%2BQuality%5BMeSH%5D%2BOR%2BSocial%2BSupport%5BMeSH%5D%2BOR%2BCommunity%2BSupport%5BMeSH%5D%2BOR%2BGeography%2C%2BMedical%5BMeSH%5D%2BOR%2B%E2%80%9Cgeographical%2Bisolation%E2%80%9D%2BOR%2BRural%2BHealth%5B
https://clinicaltrials.gov/ct2/results?cond=epilepsy&term=disparity&cntry=&state=&city=&dist=
https://clinicaltrials.gov/ct2/results?cond=epilepsy&term=disparity&cntry=&state=&city=&dist=
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organization would use this evidence review to influence practice, and if the topic supports a 

priority area of AHRQ or the Department of Health and Human Services.   
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Appendix B. Selection Criteria Assessment 
 

Selection Criteria Assessment 

1. Appropriateness  

1a. Does the nomination represent a health care 
drug, intervention, device, technology, or health 
care system/setting available (or soon to be 
available) in the U.S.? 

Yes 

1b. Is the nomination a request for an evidence 
report? 

Yes 

1c. Is the focus on effectiveness or comparative 
effectiveness? 

No; it is focused on association with outcomes 

1d. Is the nomination focus supported by a logic 
model or biologic plausibility? Is it consistent or 
coherent with what is known about the topic? 

Yes 

2. Importance  

2a. Represents a significant disease burden; large 
proportion of the population 

Yes, over 3 million people in the US have active 
epilepsy 

2b. Is of high public interest; affects health care 
decision making, outcomes, or costs for a large 
proportion of the US population or for a vulnerable 
population 

Yes.  

2c. Incorporates issues around both clinical 
benefits and potential clinical harms  

Yes 

2d. Represents high costs due to common use, 
high unit costs, or high associated costs to 
consumers, to patients, to health care systems, or 
to payers 

Yes. According to an analysis using MEPS the 
aggregate cost of epilepsy care was $24.5 
billion30.  In another analysis annual costs of 
caregivers of children with epilepsy were 
estimated at nearly $48 billion when including 
both direct and indirect costs31. 

3. Desirability of a New Evidence 
Review/Absence of Duplication 

 

3. A recent high-quality systematic review or other 
evidence review is not available on this topic  

We found five evidence reviews that partly cover 
the nomination. However the search dates end in 
2020.  

4. Impact of a New Evidence Review  

4a. Is the standard of care unclear (guidelines not 
available or guidelines inconsistent, indicating an 
information gap that may be addressed by a new 
evidence review)? 

Yes 

4b. Is there practice variation (guideline 
inconsistent with current practice, indicating a 
potential implementation gap and not best 
addressed by a new evidence review)? 

Yes 

5. Primary Research  

5. Effectively utilizes existing research and 
knowledge by considering: 
- Adequacy (type and volume) of research for 
conducting a systematic review 
- Newly available evidence (particularly for 
updates or new technologies) 

We identified 22 publications through a targeted 
literature search and the nomination. Of these 12 
focused on adults, and 11 focused on children. 
They assessed the association of a variety of 
factors with health outcomes. 

6. Value  

6a. The proposed topic exists within a clinical, 
consumer, or policy-making context that is 
amenable to evidence-based change 

Yes there is increased interest in addressing 
disparities and understanding how social 
determinants of health affect outcomes. 
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6b. Identified partner who will use the systematic 
review to influence practice (such as a guideline 
or recommendation) 

The American Epilepsy Society plans to use this 
review to inform guidance and dissemination 
materials.  

 

 


