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Abstract. Individuals with Spina Bifida (SB) have unique lifelong medical and social needs. Thus, when considering how to
promote health and offer preventive care, providers must adapt general healthcare screening and counseling recommendations to
their patients’ physical and cognitive impairments along with discerning how to monitor secondary or chronic conditions common
to the population. This article provides an update on the health promotion and preventive health care guidelines developed as
part of the Spina Bifida Association’s fourth edition of the Guidelines for the Care of People with Spina Bifida. The guidelines
highlight accommodations needed to promote general preventive health, common secondary/chronic conditions such as obesity,
metabolic syndrome, hypertension, musculoskeletal pain, and considerations for preventing acute care utilization for the SB
population throughout the lifespan. Further research is needed to understand the effectiveness of preventive care interventions in
promoting positive health outcomes and mitigating potentially preventable acute care utilization.
Keywords: Spina bifida, myelomeningocele, disabilities, health promotion, preventative health

1. Introduction
Individuals with Spina Bifida (SB) have unique lifelong medical and social needs. Thus, when considering
how to promote health and offer preventive screenings
and counseling in this population, providers must adapt
general care guidelines to the specific needs of individuals with SB and monitor for and address common
SB-related conditions.
Individuals with SB should have age-based routine screening and health promotion counseling such
as height and weight monitoring, vision and hearing
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screening, and wellness visits [1,2]. However, many
medical offices may not have accessible facilities or
equipment to conduct necessary screenings such as adjustable examination tables to allow for transfer, scales
that are wheelchair accessible or safe for people with
limited balance, and equipment and training to measure height for a patient who is not able to stand. Due
to these facility limitations, individuals with SB may
have difficulty in fully accessing routine and preventive
health care services.
Moreover, counseling patients with SB and their families may require additional time. Families of infants
and children may have many questions about routine
care. School age children and young adults may require
additional counseling regarding education services to
meet their learning and health accommodation needs.
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As more people with SB achieve adulthood, attention
must be paid to typical reproductive health counseling and screening for cancer and other common adult
conditions. Given that individuals with SB often have
learning, executive function, or intellectual disability,
adolescents and adults may need additional coaching
and navigation support regarding medical care, community living, education and employment, and selfmanagement [3,4].
To provide comprehensive preventive care for individuals with SB, both pediatric and adult care clinicians
should be familiar with and be able to screen for, recognize, manage, and appropriately refer for SB-related
conditions. However, general preventive care tools and
templates likely will not include questions about SBrelated conditions such as bladder and bowel management, pressure ulcers, shunt problems, or musculoskeletal pain and mobility changes. Thus, clinicians may
need to develop additional tools and templates to regularly evaluate these concerns and plan for extra time
to discuss care plans with patients, caregivers, and their
other health providers. Additionally, it is important to
maintain care coordination among subspecialists and
primary care providers throughout the lifespan [5,6].

2. Guideline goals and outcomes
Aligning with the goals in the general population, the
overall goal of health promotion and preventive care
for individuals with SB is to support improved longterm health and optimize chronic conditions, promote
well-being and quality of life, and decrease emergency
department visits and hospitalizations particularly for
preventable conditions [7,8]. To focus our guideline
development and recommendations for the SB population, the workgroup devised the following primary,
secondary, and tertiary goals:
Primary
1. Maximize physical and mental health for individuals with SB within the context of the underlying
condition.
2. Identify risks and the presence of common secondary conditions early.
Secondary
1. Limit potentially preventable emergency department visits and hospitalizations for individuals
with SB.
2. Monitor trends of identified and newly emerging
secondary conditions.

Tertiary
1. Provide patient-centered general health monitoring based on the United States Preventive Services
Task Force (USPSTF) recommendations and SBspecific care needs.

3. Methods
These guidelines were developed as part of the SB
Association’s fourth edition of the Guidelines for the
Care of People with SB [9]. The scientific methodology
for guideline development is described by Dicianno,
et al. [10]. In summary, workgroups were convened
consisting of international, multidisciplinary teams of
clinical and research experts to develop a framework
for the guidelines by topics. Secondly, the executive
committee conducted an extensive literature review,
consisting of library search strategies and supplementation by articles contributed by workgroup members.
For this topic, the following search strategy was used:
myelomeningocele, lipomyelomeningocele, meningocele, neural tube defects, spinal dysraphism, or SB were
combined with the terms obesity, nutrition, diet, therapeutic recreation, community participation, preventive,
hypertension, lymphedema, pain, and health outcomes.
Additionally, proxy terms for health outcomes such as
emergency department visits and hospitalizations were
included. General health guidelines from the United
States Preventive Services Task Force (USPSTF) were
also reviewed to determine adaptions needed to implement these recommendations for individuals with
SB. The articles were grouped by methodology, being
cognizant of the Oxford Grading of Recommendations
Assessment, Development and Evaluation (GRADE)
ratings for quality of evidence related to strength of
recommendation [11]. When applicable, the evidence
from the literature search was used to develop these
guidelines, and where it was limited to inform SBspecific preventive care, general age-based health care
guidelines were provided with additional expert clinical
recommendations for SB.

4. Clinical questions
The workgroup reviewed the previous guidelines,
noting the absence of health promotion as a topic. The
goals and outcomes for this new topic were determined
by the group, along with a list of pertinent clinical questions organized by age. These questions can be sep-
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Table 1
Clinical questions that informed the health promotion and preventive health care service guidelines
Age group
0–11
months
1–2 years
11 months
3–5 years
11 months
6–12 years
11 months

Clinical questions
1. Do children with SB receive preventive health care recommended by the USPSTF?
1. Do children with SB receive preventive health care recommended by the USPSTF?
1. Do children with SB receive preventive health care recommended by the USPSTF?
1. Do early discussions about maintaining health and using health promotion and prevention strategies facilitate later
participation in those activities?
2. Do children with SB typically receive preventive health care recommended by the USPSTF?
3. When does pain become a common secondary condition? What are the characteristics that increase risk for pain complaints?
4. What are the characteristics that increase the risk for hypertension?

13–17
years
11 months

1. Do early discussions about maintaining health and using health promotion and prevention strategies facilitate later
participation in those activities?
2. Do children with SB typically receive preventive health care recommended by the USPSTF?
3. What are parameters to begin screening for metabolic syndrome?
4. What parameters and modifications are needed (if any) to begin education related to sexually transmitted infections, partner
violence, and human papillomavirus (HPV) immunization?
5. What characteristics may put a child in this age range at risk for low self-rated health and health-related quality of life
(HRQOL)? Do increasing acute medical conditions affect this? Are there interventions or supports that may mitigate this?
6. When does sleep apnea become notable and what are the risks?
7. Do interventions make a difference in weight control, participation in physical or recreational activities, and pain control?
8. Can emergency department or hospital admissions be avoided?
9. Do hypertension interventions make a difference?

18+ years

1. Do early discussions about maintaining health and using health promotion and prevention strategies facilitate later
participation in those activities?
2. Do adults with SB receive preventive health care recommended by the USPSTF?
3. What characteristics may put the adult with SB at risk of low self-rated health and health-related quality of life? Do
increasing acute medical conditions affect this? Are there interventions or supports that may mitigate this?
4. Can future health issues and health care utilization be predicted? What are the prevalence and risks for common and
SB-related conditions? What is the expected cost of care?
5. Can the number of emergency department or hospital admissions be mitigated?

arated into three categories: (1) whether individuals
with SB receive general health promotion guidelines
and how preventive counseling affects longitudinal outcomes, (2) age of onset of secondary and/or chronic
health conditions and how screening/intervention affects outcomes, and (3) how to predict and mitigate
acute care utilization. These questions guided the literature search and became the framework of the Health
Promotion and Preventive Health Care Services guidelines Table 1 provides the guiding questions.

5. Results
Using the initial search terms, 19 articles were included for review, consisting of 13 observational studies
(cohort or cross-sectional studies), 2 qualitative studies,
2 narrative literature reviews, and 2 health promotion
guidelines. Evidence was limited, based on available
publications and study design. Expert clinical opinion
or reliance on general USPSTF recommendations were
used for the majority of the recommendations Conse-

quently, the guidelines for Health Promotion and Preventive Medicine are not above the “low” rating, according to GRADE determinations [11]. The recommended care guidelines for Health Promotion and Preventive Health Care Services for people with SB are
listed in Table 2.
There were significant gaps in the literature addressing the rate at which individuals with SB received recommended preventive care and how preventive screening, counseling, and early intervention affected related
outcomes. Qualitative studies reported the importance
of fostering self-management, organizational skills, and
a sense of independence among adolescents and young
adults with SB [12,13]. However, there were no interventional studies found with this search strategy that
targeted these themes or measured the rate at which
preventive screening guidelines or reproductive health
care guidelines were met. Having a medical home may
increase access to preventive care and screening. However, a single Canadian Institute of Health Information
data system study found less than a quarter of adults
with SB participated in that system of care [14].
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Table 2
Health promotion and preventive health care service guidelines

Age group
0–11
months

Guidelines*
1. Inform families about the importance of routine pediatric care, developmental surveillance, and
anticipatory guidance [1,2].
2. Provide age-typical health promotion counseling (e.g., counseling for car seats or other motor vehicle
occupant restraints, water safety, and nutrition). Counseling should be individualized to accommodate for SB-related conditions such as having a shunt, bowel and bladder management, mobility
impairments, orthopedic deformities and developmental delays [1,2].
3. Counsel families about possible future medical and social needs related to living with SB. Needs
might include latex allergies, chronic urinary issues, problems with shunts, skin ulcers, and overweight/obesity risk. Preventive counseling should include: strategies for physical and recreational
activity, managing unexpected changes in function, and ways to achieve an inclusive environment at
home and in the community [8,49,50].
4. Monitor the child for neglect and/or abuse [1,2].
5. Monitor for caregiver burnout.

Evidence
Clinical
consensus,
references given
where applicable

1–2 years
11 months

1. Inform families about the importance of routine pediatric care, developmental surveillance, and
anticipatory guidance [1,2].
2. Provide age-typical health promotion counseling (e.g., counseling for car seats or other motor vehicle
occupant restraints, water safety, and nutrition). Counseling should be individualized to accommodate for SB-related conditions such as having a shunt, bowel and bladder management, mobility
impairments, orthopedic deformities and developmental delays [1,2].
3. Counsel families about possible future medical and social needs related to living with SB. Needs
might include latex allergies, chronic urinary issues, problems with shunts, skin ulcers, and overweight/obesity risk. Preventive counseling should include: strategies for physical and recreational
activity, managing unexpected changes in function, and ways to achieve an inclusive environment at
home and in the community [8,49,50].
4. Monitor the child for neglect and/or abuse [1,2].
5. Monitor for caregiver burnout.

Clinical
consensus,
references given
where applicable

3–5 years
11 months

1. Inform families about the importance of routine pediatric care, developmental surveillance, and
anticipatory guidance [1,2].
2. Provide age-typical health promotion counseling (e.g., counseling for car seats or other motor vehicle
occupant restraints, water safety, and nutrition). Counseling should be individualized to accommodate for SB-related conditions such as having a shunt, bowel and bladder management, mobility
impairments, orthopedic deformities and developmental delays [1,2].
3. Counsel families about possible future medical and social needs related to living with SB. Needs
might include latex allergies, chronic urinary issues, problems with shunts, skin ulcers, and overweight/obesity risk. Preventive counseling should include: strategies for physical and recreational
activity, managing unexpected changes in function, and ways to achieve an inclusive environment at
home and in the community [8,49,50].
4. Monitor the child for neglect and/or abuse [1,2].
5. Monitor for caregiver burnout.

Clinical
consensus,
references given
where applicable

6–12 years
11 months

1. Review that the child is having routine well-child visits and age-appropriate health promotion and
preventive services [2,51], including screenings for:

Clinical
consensus,
references given
where applicable

– Hearing and Vision Screenings. Recognize that ophthalmic complications are common in SB
including nystagmus, strabismus, optic atrophy, and papilledema. Vision and eye movement changes
may be signs of shunt malfunction [52].
– Age-Based Immunizations
– Dental Care
– Hypertension [15,16]
– Overweight/obesity. Use adjusted arm span or recumbent height measurement and wheelchair scale
for those who are wheelchair dependent [53]. Screen for metabolic syndrome [17,33,54].
– Motor vehicle and wheelchair safety – may need adaptive car seat
– Pressure ulcer and skin cancer prevention—encourage daily skin checks [55,56].
– Provide information about adaptive physical and recreational activities keeping in mind the child’s
degree of mobility.
– Social isolation, Depression, Anxiety and need for counseling [57]
– School and peer difficulties [58]
– Reproductive health including early menarche for girls and sexual safety for teens [28,59–62].
– Abuse, neglect, and/or violence
– Caregiver burnout
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Table 2, continued
Age group

Guidelines*
2. Monitor and provide preventive education for SB co-occurring conditions both during SB-specific
and well-child visits:

Evidence

– Neurologic changes which may indicate problems such as: shunt malfunction (headache, vision changes, poor concentration, vomiting), Chiari compression (neck pain/headache, breathing changes, swallowing changes, or apnea) or tethered cord (worsening scoliosis, pain, new
weakness/numbness) [63,64].
– Sleep apnea. Ask if sleeping is restful and if there are snoring or apneic pauses during sleep [65].
– Bladder and bowel concerns: constipation, UTIs, renal function, and problems/adherence with
bowel and bladder regimens [50,66,67].
– Skin breakdown and pressure injury – Encourage daily skin checks and routine weight transfers [56].
– Skeletal and limb deformity. Check for new issues with bracing, positioning, or function.
– Adaptive equipment needs, including orthoses, crutches, walkers, wheelchairs, and lifts for transfers,
toileting, and bathing.
– Monitor for pain and changes in pain using an appropriate pain scale for the child’s level of
cognition and communication, as pain may not be clearly recognized due to decreased sensation or
cognitive ability [21,68].
3. Promote care coordination among SB subspecialists and primary care providers [5,6].
13–17
years
11 months

1. Review that the child is having routine well-child visits and age-appropriate health promotion and
preventive services [2,51], including screenings for:
– Hearing and Vision Screenings. Recognize that ophthalmic complications are common in SB
including nystagmus, strabismus, optic atrophy, and papilledema. Vision and eye movement changes
may be signs of shunt malfunction [52].
– Age-Based Immunizations.
– Dental Care.
– Hypertension [15,16].
– Overweight/obesity. Use adjusted arm span or recumbent height measurement and wheelchair scale
for those who are wheelchair dependent (53). Screen for metabolic syndrome [17,33,54].
– Motor vehicle and wheelchair safety – may need adaptive car seat.
– Pressure ulcer and skin cancer prevention – encourage daily skin checks [55,56].
– Provide information about adaptive physical and recreational activities keeping in mind the child’s
degree of mobility.
– Social isolation, Depression, Anxiety and need for counseling [57].
– School and peer difficulties [58].
– Reproductive health including early menarche for girls and sexual safety for teens [28,59–62].
– Abuse, neglect, and/or violence.
– Caregiver burnout.
2. Monitor and provide preventive education for SB co-occurring conditions both during SB-specific
and well-child visits:
– Neurologic changes which may indicate problems such as: shunt malfunction (headache, vision changes, poor concentration, vomiting), Chiari compression (neck pain/headache, breathing changes, swallowing changes, or apnea) or tethered cord (worsening scoliosis, pain, new
weakness/numbness) [63,64].
– Sleep apnea. Ask if sleeping is restful and if there are snoring or apneic pauses during sleep [65].
– Bladder and bowel concerns: constipation, UTIs, renal function, and problems/adherence with
bowel and bladder regimens [50,66,67].
– Skin breakdown and pressure injury – Encourage daily skin checks and routine weight transfers [56].
– Skeletal and limb deformity. Check for new issues with bracing, positioning, or function.
– Adaptive equipment needs including orthoses, crutches, walkers, wheelchairs, and lifts for transfers,
toileting, and bathing.
– Monitor for pain and changes in pain using an appropriate pain scale for the child’s level of
cognition and communication, as pain may not be clearly recognized due to decreased sensation or
cognitive ability [21,68].
3. Promote care coordination among SB subspecialists and primary care providers [5,6].

Clinical
consensus,
references given
where applicable
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Table 2, continued

Age group
18+ years

Guidelines*
1. Monitor that the adult patient is receiving typical and age-related health promotion and preventive
services [2,51], including screening and counseling for:
– Vision and Hearing Screenings. Recognize that ophthalmic complications are common in SB
including nystagmus, strabismus, optic atrophy, and papilledema. Vision and eye movement changes
may be signs of shunt malfunction [52].
– Age-based Immunizations.
– Dental Care.
– Hypertension [15,16].
– Overweight/obesity. Use adjusted arm span or recumbent height measurement and wheelchair scale
for those who are wheelchair dependent [53].
– Screen for metabolic syndrome, lipid disorders, and diabetes [17,33,54].
– Cancer screening per UPTSF considering accommodations needed for physical or intellectual
disability [29–31].
– Motor vehicle and wheelchair safety – may need adaptive car seat.
– Fall prevention – safe transfers and mobility.
– Adaptive physical activity.
– Smoking and illicit drug use.
– Reproductive health counseling [28,59–62]. Evaluate for sexual function concerns. Pelvic floor
concerns such as prolapse. Provide counseling about family planning and possible fertility and
genetic counseling to individuals interested in pregnancy. Recommend prenatal vitamins and 4 mg
of folic acid prior to conception.
– Depression and anxiety/need for counseling [69].
– Abuse, neglect, and/or violence.
– Caregiver burnout.

Evidence
Clinical
consensus,
references given
where applicable

2. Monitor and provide preventive education for SB co-occurring conditions both during chronic care
follow up and annual preventive care visits including:
– Neurologic changes which may indicate problems such as: shunt malfunction (headache, vision changes, poor concentration, vomiting), Chiari compression (neck pain/headache, breathing changes, swallowing changes, or apnea) or tethered cord (worsening scoliosis, pain, new
weakness/numbness) [70].
– Sleep apnea – Evaluate for sleep disordered breathing, daytime sleepiness/poor concentration,
elevated serum bicarbonate [65,71].
– Bladder and bowel concerns: constipation, UTIs, renal function, and problems/adherence with
bowel and bladder regimens [50,66,67].
– Skeletal and limb deformity – Check for problems or pain with positioning or orthotic use.
– Osteoporosis–Counsel about the risks, benefits, and limitations for weight-bearing activities [8,72].
– Pain – Use age and cognition-appropriate pain scale to assess. May also ask about pain interference
in daily activities.
– Skin breakdown and pressure injury – Encourage daily skin checks [56].
– Lymphedema – Consider compression socks or wound care referral [22].
– Adaptive equipment needs including orthoses, crutches, walkers, wheelchairs, and lifts for transfers,
toileting, and bathing.
3. Promote self-management for health and health care services. Assess the adult’s ability to perform
routine care needs such as bowel, bladder, and skin-check regimens, their ability to detect changes
in their health status, and their awareness of their need for provider services to maximize their
independence.
4. Promote care coordination among subspecialists and primary care providers [5,6].
* Numbers in parentheses are articles in the Reference List. Of note, articles cited include those from the initial search strategy and additional ones
found following the process.

Limited studies have evaluated the age of onset and
the longitudinal outcomes for screening and early intervention of secondary and other chronic conditions
such as hypertension, metabolic syndrome, pain, and
sleep apnea in SB. While observational studies identified conditions such as hypertension [15,16] metabolic
syndrome [17], pain [18–21], and lymphedema [22],

there were no studies evaluating interventions to decrease the risk or successfully treat conditions in the SB
population.
Information from three secondary analyses of large
databases note individuals with SB have increased
emergency department and inpatient utilization compared to the general population [14,23,24]. Neurogenic
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bladder related issues, especially urinary tract infections
(UTI), may be the most common reasons for health care
utilization [24,25]. They are implicated as a risk for
mortality in individuals with SB who have end stage
renal disease, are on dialysis, and are post transplantation [27]. A single study from the United Kingdom reported that death before age five was common, a higher
level of SB lesion was associated with a higher risk
for mortality Later causes of death were most commonly documented as unknown, followed by epilepsy,
pulmonary embolus, acute hydrocephalus, and urosepsis [26]. Of the articles found using the search criteria, none evaluated interventions to prevent emergency
room use, inpatient admission, morbidity, or mortality.

6. Discussion
There is limited scientific information about health
promotion and preventive health care services for people with SB. Although the majority of the guidelines
regarding SB-specific care are based on clinical consensus, there is strong support for following the general USPSTF recommendations for wellness exams and
screening in all age groups. Studies to determine if individuals with SB receive general recommended preventive care at the same frequency as those without
SB are lacking. For children and adolescents with SB,
regular follow up with a primary care or medical home
clinic and a SB-specific multidisciplinary clinic may
promote preventive care services and care coordination [25–27]. However, this care model may not be
available for adults with SB [14]. Since the guideline
search process was completed, there has been additional evidence of the limited preventive care for adults
with SB related to reproductive health care and cancer screening [28–31]. Both men and women with SB
may have poor understanding of their reproductive potential and face discouragement from their providers
in discussing their reproductive wishes [28,32]. Thus,
efforts to discuss reproductive health and safe sex practices with adolescents and adults with SB should be
included in preventive care visits. Barriers to receiving age-appropriate screenings for adults with disability mirror those of the general population (e.g., lack of
knowledge about screenings, lack of provider referral,
time constraints, and poor experiences during screenings) [30]. Moreover, adults with disability may have
unique barriers such as fearing the burden of a new
diagnosis in addition to their underlying condition and
lack of appropriate health care system accommodations
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(e.g., transportation, equipment facilities, and personnel
trained to aid them with transfers and positioning) [30].
Strategies to overcome such barriers are relevant for any
provision of health care for people with disability and
include training for professionals and their office staff
regarding respectful communication, medical knowledge and skills about disability care, and proper equipment and facility accommodation [28,30]. These recommendations are for primary care as well as specialty
care clinics.
Compared to the general population, individuals with
SB may have increased common cardiovascular risks
such as hypertension, metabolic syndrome, and obesity [15–17,33]. It should be noted that there is insufficient data to define the most accurate method for height
measurement for individuals with SB, particularly for
those with higher lesions who are wheelchair dependent. Use of other methods, such as waist circumference, may be a better option [34]. Consistency of measurement is important for counseling related to nutrition, physical activity and obesity management. For
more information on nutrition and obesity as well as anthropomorphic measurements, please see the Nutrition,
Metabolic Syndrome and Obesity Guidelines article in
this special issue. Other common secondary/chronic
conditions of concern for people with SB include pain,
bowel/bladder management, pressure ulcers, depression, sleep disturbance, and limited social and community participation [35–37]. The most common medical condition reported in a US survey of adults with
SB (n = 852) was pain within the past 7 days (46.9%
of respondents), involving the low back and lower
limbs [37]. Bowel and bladder concerns should also
be addressed since they significantly impact quality of
life and function [35,37,38] and are related to increased
care utilization in all age groups [24,39,40]. Recurrent
urinary tract infections occur in approximately 30% of
individuals with SB and have implications for antibiotic
stewardship and long-term renal function [37,41]. Large
volume urinary incontinence impacts quality of life and
sexual satisfaction for adults [36,42]. Whereas any fecal incontinence is associated with lower quality of life
for all age groups and decreased employment [43,44].
Sleep apnea seems to be an emerging secondary/chronic
condition for SB, although there are only a few studies.
Rates of diagnosis of moderate to severe sleep apnea in
two single site studies are reported as 3% of those tested
(< 10% of patients who were tested) [30] and 30% [31],
respectively. Thus, more studies are needed to determine the best screening strategies for sleep apnea. Evaluating for these conditions during child, adolescent, and
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adult preventive care visits is recommended; however,
further research is needed to assess the effectiveness of
screening and intervention.
Individuals with SB experience increased morbidity
and mortality as well as increased acute care utilization compared to those without SB [14,23,39,45,46].
Urinary tract infections, device complications such as
shunt malfunction, pressure ulcers and soft tissue infections, as well as pneumonia are often reasons for
acute care utilization for all age groups and therefore
are important diagnoses to target for preventive care interventions [23,24,39,47]. However, intervention studies to decrease emergency and acute care use have been
sparse. One wellness intervention utilizing home-based
case management and goal-setting self-management
initially demonstrated a decrease in all-cause emergency department use; however there was no significant change in emergency department use or hospital
admissions after two years [48].
Although the scientific evidence is limited, clinical
consensus recognizes the importance of identifying and
evaluating SB-related conditions during prevention and
chronic care visits (see Guidelines for the Care of People with SB on the www.spinabifidassociation.org website for more information). In acknowledgement of the
limitations in the evidence regarding preventive health
recommendations for the SB population, the workgroup
developed the following questions to direct future research:
– What are the prevalence and the risks for common
and SB-related conditions?
– What are the common causes for preventable or
unanticipated mortality?
– What are key anticipatory guidance or management strategies to prevent the need for acute care
utilization?
– How does a medical home help to prevent admissions for all age groups?
– What are the characteristics that may put an individual with SB at risk of low self-rated health and
quality of life?
– Are there preventive care interventions or supports
that may promote self-rated health or quality of
life?
– What adaptations to general care practice and the
USPSTF recommendations do individuals with SB
need, taking into account patient-centered perspectives and biomedical information?
– What long-term care planning is needed to support
the best health for adults with SB?
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