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Comments of the National Center for Parent Leadership, Advocacy and Community Empowerment to the Department of Health and Human Services Health Resources and Services Administration Agency Information Collection Activities: Proposed Collection: Public Comment Request; Information Collection Request Title: Family-to- Family Health Information Center Feedback Surveys, OMB No.: 0906– xxxx—New

April 18, 2018

Thank you for the opportunity to comment on the Health and Human Services (HHS) Health Resources and Services Administration on the proposed information collection request for Family-to-Family Health Information Center (F2F) Feedback Surveys.  The National Center for Parent Leadership, Advocacy, and Community Empowerment (National PLACE) is a national organization focused on strengthening the voice of families and family-led organizations at decision-making tables that affect our nation’s children, youth, and families.  Our 55+ local, state and national members represent Parent Training and Information Centers, Community Parent Resource Centers, Family to Family Health Information Centers (F2Fs), Parent to Parent USA affiliates, National Federation of Families for Children’s Mental Health chapters, Family Empowerment Centers, Early Start Family Resource Centers, and other family-led, family-run organizations committed to ensuring the highest quality and most effective services and supports for children and families including those related to higher education. Our comments are based on our knowledge and expertise regarding the positive impact of the work of the F2Fs, as well as our understanding of the significant burden that this expanded impact data survey collection would pose to these relatively small family-staffed, and mostly family-led, non-profit organizations.
	
Need and Proposed Use of the Information:

National PLACE has reviewed the draft survey questions as well as the projected time burden and find the questions overly detailed and burdensome and the projected time burden not consistent with our experience or the experiences of our members.  The proposed new impact data collection survey is significantly longer and more detailed than the current impact data collection survey, which will impose a greater burden on the F2Fs, while not providing any more useful or relevant information to MCHB/HRSA than the current impact data collection survey.
Burden Statement:

National PLACE is concerned that the projected burden statement understates the amount of time F2Fs will be required to engage in the process of surveying.  We are also concerned that those F2Fs that serve significant numbers of underserved families – immigrant families, families with limited English proficiency, families with low literacy, families with disabilities, families of color, low-income families, etc. – will need to call most of the families they will need to survey because these are the families that are very unlikely to complete written surveys whether in hard copy or on line.  Further, with the negative, anti-immigrant external environment, we are concerned that fewer immigrant and LEP families will be willing to share any information with F2Fs about themselves or their services, unless it is in person with trusted staff members.  

An additional burden is the requirement now to conduct three separate surveys – one of families receiving individual assistance, one of professionals receiving individual assistance, and one of participants in training.  Because it is proposed that F2Fs must now specifically do follow up with both parents and professionals, these new steps are being added to the follow up survey process which adds burden on the F2Fs.  

The number of surveys F2Fs must complete – for a small grant of $95,700/year - are very high compared to the numbers of surveys that must be collected for the Parent Centers, also represented in our membership, who are funded by the US Department of Education, and who receive higher funding levels in their grants.  The Parent Center data is used in an aggregated way to demonstrate the overall effectiveness of the Parent Center program, and if that is the purpose of the F2F impact data collection, it is not clear why so many more surveys must be completed by grantees for much smaller dollars.

HRSA is specifically requesting comments on “(1) the necessity and utility of the proposed information collection for the proper performance of the agency’s functions; (2) the accuracy of the estimated burden; (3) ways to enhance the quality, utility, and clarity of the information to be collected; and (4) the use of automated collection techniques or other forms of information technology to minimize the information collection burden.”  As far as necessity and utility, National PLACE is concerned that the survey questions are unnecessarily detailed, too many, and too long.  Further, National PLACE opposes having to call a certain number of professionals, or professionals at all, even though the F2Fs, like the Parent Centers, do serve professionals. The primary purpose of the F2Fs is to serve families.  While most F2Fs do also serve professionals, it is an additional burden to have to specifically contact both parents and professionals for follow up surveys.  The Parent Center data collection, like the F2F data collection, requires reporting on the #s of parents, and #s of professionals, but the Parent Centers are only required to do follow-up surveys with parents, the primary intended audience.  National PLACE recommends eliminating the requirement to do follow up surveys with professionals.  

Regarding the estimated burden, as indicate above, the projected estimate, while it may be an accurate average of the burden, is not an accurate burden for many F2Fs.  

With regard to quality, utility, and clarify of information, we believe that the questions asked in the current Parent Center impact survey are sufficient, were reviewed by The Study Group, an independent evaluation firm, found to be valid and reliable measures of the impact of Parent Center work information and supporting families, and have already been successfully implemented by family-led organizations across the country.  Thus, as noted below, we recommend not reinventing the wheel, nor needlessly burdening those family organizations who serve both roles (as a Parent Center and as an F2F) in a state, and using the Parent Center questions described below.

Comments on Specific Questions and Instructions

Reporting Requirement: The instructions indicate that F2Fs can report impact survey data to either the NCFPP or directly to MCHB.  HRSA/MCHB should decide on one or the other, as it is confusing to have both options. Submitting to the NCFPP, which already has a portal in place and process for cleaning the data, would ensure consistency of data so the data could be aggregated to reflect on the impact of the entire F2F program, rather than as an indication of a single program's performance, as each F2F included evaluation activities in its grant application.

Instruction #3: This direction, “At minimum, you are to call (vs. other methods) and survey 1% of the required number of families,” will result in no one having to call a family.  The highest number of families that have to be surveyed is 93; 1% of 93 is only .93 of a person.

Instruction #4: “Keep in mind that the optimal timeframe for follow-up is within four to six weeks after service delivery. Same day surveys from training participants is acceptable.”  Four to six weeks may make it more likely that the family or professional will remember why they contacted the F2F and the information they received, but may not be enough time to have used the information or realized a positive impact.  

Further, collecting this data at the end of a training is not optimal.  It is hard enough to get families to complete much shorter surveys at the end of the training; it is unlikely that they will complete this detailed survey.

List of Potential Topics (at top of each survey): National PLACE questions the purpose that is served by having this list at the beginning of each survey.  If it is intended to remind families of the topic of their discussion or the workshop, there are more effective and less complicated and lengthy ways to get this accomplished.  For example, the F2F could simply inform the family of the topic of their discussion or the training by reviewing the database.  If it is intended to see the types of topics on which the F2Fs provide information and training, that is better accomplished by getting the data from all the families and professionals served by the F2Fs, not via the sampling from an impact survey.  Further, there are too many topics, some of the topics are duplicative, and the inclusion of this long list of topics at the beginning of the survey will very likely deter survey completion in at least some instances, particularly for families with limited/limited English proficiency.

If MCHB insists on having an initial topical list, which National PLACE strongly opposes, we recommend the categories of the six core outcomes for CYSHCN:

-Help partnering with my child's healthcare or other service provider
-Help with insurance or other resources to pay for my child's healthcare services
-Help finding or using community-based services such as child care, summer programs, etc.
-Accessing a "medical home," a primary care provider who provides comprehensive, coordinated, and culturally appropriate care for my child (needs rewording to simplify)
-Help with transitioning my youth to adult services
-Help with screening my child to identify their needs

Recommended Questions:  We would strongly recommend using the questions, or slightly modified versions of the questions, used by the Parent Center network. (Note that almost 3/5 of the F2Fs are housed at Parent Centers, who are very familiar with these questions and the process for collecting this impact data).  These questions (as potentially modified) are:

Survey Questions
1. For this first group of questions, try to think about the information or support you received, not what happened if you acted upon it.  Please indicate how much you agree or disagree with each of the following statements: strongly disagree, disagree, agree, strongly agree. 
Select one response in each row.
	Question
	Strongly Disagree
	Disagree
	Agree
	Strongly Agree

	a. The information or support you received from [insert name of F2F] met your needs.
	· 
	· 
	· 
	· 

	b. You were able to understand the information you received from [insert name of F2F]. 
	· 
	· 
	· 
	· 

	c. The information [insert name of F2F] provided helped you learn more about how to meet your child’s needs.
	· 
	· 
	· 
	· 

	d. The information [insert name of F2F] provided was useful. 
	· 
	· 
	· 
	· 



2. For this next group of questions, think about how the information or support you received from [insert name of F2F] in [time period] may have prepared you for a variety of activities: working with your child’s healthcare or other service provider to make decisions about your child and available options, to work with others to support your child, to participate in meetings, or to resolve possible disputes. Please indicate how much you agree or disagree with the following statement: strongly disagree, disagree, agree, strongly agree.  Select one response.
	Question
	Strongly Disagree
	Disagree
	Agree
	Strongly Agree

	a. You are prepared to use the information you received within the past 6 months from [insert name of F2F].
	· 
	· 
	· 
	· 



3. Please indicate how much you agree or disagree with the following statement: strongly disagree, disagree, agree, strongly agree. If you have not had the opportunity to interact with a health or other service provider, please select ‘not applicable.’  Select one response.
	Question
	Not applicable
	Strongly Disagree
	
	Disagree
	Agree
	Strongly Agree

	a. You feel confident in your ability to work with your child’s health or other service providers to meet your child’s needs.
	· 
	· 
	· 
	· 
	· 
	· 



4. Would you recommend [F2F] to your friends or family?
a. Yes
b. Maybe
c. No
The following questions are optional:
Please share any comments about the information and/or support that you received from [insert name of F2F.]
Please share any comments about how you were able to use the information that you received from [insert name of F2F]:
Please share any additional comments about your experience in getting information or support from [insert name of F2F]:

The above questions can be used for families receiving information or support as well as families participating in workshops, which is what happens in the Parent Center impact data collection.

If HRSA/MCHB do not accept this strong recommendation, we have the following comments about and recommendations regarding specific survey questions:

Family Survey Question #2: “The information or services I received helped me learn more about my child’s health and other needs.”

Family Survey Question #3: “The information or services I received helped prepare me to work with my child’s health care or other providers.”   We would also recommend eliminating Family Survey Question #4 as it is an inherent component of Family Survey Question #3.

The above recommendations are based on the reality that HRSA/MCHB and F2Fs have broad definitions of health needs, healthcare providers, etc., while families often have much narrower definitions, which could result in confusion or overly limited answers from families.

Professional Survey Question #1: The information I received helped me learn more about services available for children and youth with disabilities and special health care needs (CYSHCN) that I serve. 

Professional Survey Question #2:  2. The information or services I received helped prepare me to work better with families of children and youth with disabilities and special healthcare needs. 

Training Survey Question #2: The training I received was relevant and helpful.  Delete relevant and just ask if helpful. What is the appropriate response if the training was relevant, but not helpful, or helpful, but not relevant?

Across all surveys, a column of “not applicable” needs to be added.

Missing Question:  There is no longer any question about preparing parents (or youth) for leadership.  This is an important category and even though not every F2F will contact parents who participated in leadership development training, it is still important to include a question and track responses.  This is especially true given the focus of the current National Center for Family Professional Partnerships on enhancing the capacity of F2Fs to prepare diverse parent and youth leaders to participate on advisory groups, task forces, boards, etc.

Comments on Feedback Survey Burden Assessment

Table 2 Burden Estimate Calculations: Clarify that “1 Response Per Respondent” for each F2F grant recipient means that each F2F will submit 1 report that includes information on all survey responses they have received.

In the Average Burden Per Response for the F2F grant recipients, it is important to include the range of burden.  The F2Fs that report serving higher numbers of individuals can have a much higher burden than 89 hours.  Further, the F2Fs that serve high numbers of LEP, low literacy, or other underserved families who are less likely to complete surveys online or even in hard copy on their own, will also have a higher burden because they will have to read the questions aloud to families and record the answers.  All F2Fs receive the same limited dollars but will have substantially different response burdens.  For some of our F2F members, having to follow up on families and professionals; having to use a survey that is significantly longer and more complicated than the current survey; and having to do different surveys for recipients of assistance and support vs. training, will be a demonstrably greater burden than now.

Further, in general, 89 hours of response burden is high given the small grants F2Fs receive.  Reducing the # of follow up surveys F2F must complete could still provide sufficient information, in the aggregate, about the value of the overall F2F program.
Another consideration is the potential impact on reporting numbers of families and professionals served not only directly by the small F2F grant but also by the in-kind funds that support many F2F activities from a variety of sources.  Contacting a significant number of families/ professionals for the impact survey when there were only 5 questions was much less of a burden than contacting a significant number of families/ professionals with this much longer survey.  If F2Fs have to ask all of these questions, they may begin to report only on those families and professionals directly served by the F2F dollars, to be able to reduce the number of people that must be contacted for follow up impact purposes.  This will reduce the currently high numbers of families and professionals reported as served by a relatively small HRSA/MCHB investment, which will not be positive for the F2F program.

In the table section on burden for survey respondents, it is hard to imagine that the average burden to respond to a survey with so many questions and so many types of services that have to be considered only takes the average family 9 minutes to complete.  Assuming that is true, for families with limited literacy or families who are read the survey and respond to the survey in that way, the burden is anticipated to be much longer than 9 minutes.

F2Fs are demonstrably effective family-serving programs.  Most recently the 2014-5 F2FHIC data report[endnoteRef:1] indicated the impact of F2F assistance resulted in “92% of families better able to partner with providers & navigate systems.”  Additionally, the data report indicated that: “Of the families served by the F2Fs, the following percent of families reported the service received as useful, very useful or extremely useful in[endnoteRef:2]: [1:  http://www.fv-ncfpp.org/files/9214/6770/7783/2014-2015F2FReport_06-27-2016-r.pdf]  [2:  http://www.fv-ncfpp.org/f2fhic/family-stories/] 


· helping them partner in decision-making: 92%
· helping them find/learn about community services: 92%
· helping them feel more confident about getting needed health care services for their child: 90%
Please allow the F2Fs to expend their limited dollars on providing services and do not significantly increase the impact data reporting requirements by requiring the use of a longer, more detailed impact follow up survey.  Limit the number of surveys that F2Fs must complete, and limit the requirement to follow up only with families, not professionals.

Thank you again for the opportunity to comment on HRSA’s proposal for F2FHICs feedback surveys.

Sincerely,
[image: Diana Signature Black]			
Executive Director, National PLACE
See page 8 for a list of National PLACE members
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