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BACKGROUND
[bookmark: _bookmark1]HEALTH INFORMATION EXCHANGE IN MAINE
Since 2005, Maine has been moving forward on an ambitious plan to establish one of the nation’s first operational statewide electronic health information exchanges (HIE), and to bring an ever-widening array of providers into the HIE with the aim of improving the coordination, integration and quality of patient care. Central is the longstanding priority to support the collaborative engagement of providers from the behavioral and physical health sector, and consumers, to ensure that the level of deployment and use of the HIE enhances care at the patient and provider level.

Currently, HealthInfoNet provides a system where information from patients’ electronic medical records is accessible to participating medical providers. A change in Maine law now allows for certain ‘sensitive health information’ (mental health records and HIV/AIDS diagnosis) to be shared across a system like HealthInfoNet. Unlike with general medical records, a patient has to consent to have their ‘sensitive health information’ shared using HealthInfoNet, except in a medical emergency.

[bookmark: _bookmark2]CENTER FOR INTEGRATED HEALTH SOLUTIONS’ BEHAVIORAL HEALTH AND PRIMARY CARE HIE INTEGRATION PROJECT
In 2012, the State of Maine and HealthInfoNet received a grant to help support the electronic sharing of
health records among behavioral health providers and general medical providers in Maine. The grant was awarded by the Center for Integrated Health Solutions, which is funded by the Substance Abuse and Mental Health Services Administration and the Health Resources Services Administration.

The grant enables Maine to make behavioral health and primary care integration the norm rather than the exception. True care integration and coordination cannot occur unless relevant clinical information can be successfully shared in a secure manner across behavioral health and physical health sectors. This funding will allow Maine, for the first time, to achieve this.

To achieve the goals of the grant by 2013, Maine undertook to:
1. Address and clarify federal policy issues that impact on behavioral health data sharing;
2. Provide access to the HIE for providers, regardless of their level of electronic health record adoption;
3. Develop, with consumer input, educational materials for primary care and behavioral health providers to use to inform consumers about their options in sharing clinical information through the HIE; and
4. Educate primary care providers, behavioral health providers and other staff regarding consumer
options and methodology for shared decision-making on clinical information sharing.

The Behavioral Health and Primary Care Integration Strategic Action Task Force was created, with statewide membership, as one of the vehicles through which the objectives of the grant would be achieved.
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The Consumer and Provider Education Workgroup, a sub-committee of the Accelerating Behavioral Health Information Sharing Strategic Action Task Force, consists of representatives from community agencies, self-advocates, state officials, and statewide foundations. The Workgroup’s charge is: “Through engagement with consumer and provider constituencies, detail out the essential elements in an effective internal and external communication plan including: (i) a comprehensive plan for educating the primary care and behavioral health provider communities regarding consumer options and methodology for shared decision making on behavioral health clinical information sharing; (ii) a comprehensive plan for consumer education about clinical information sharing, particularly focused on behavioral health and HIE; (iii) educational materials to inform consumers about their choices in sharing behavioral health data within the HIE; (iv) educational materials for primary care and behavioral health providers to use to inform consumers about their options in sharing behavioral health data within the HIE.”

[bookmark: _bookmark3]FORMATIVE EVALUATION
Hanley Center for Health Leadership engaged Partnerships For Health to facilitate patient and provider focus groups aimed at answering the following questions:
1. What educational materials do patients need in order to decide whether or not to consent to their mental health records being shared electronically through HealthInfoNet?

2. How should providers talk with their patients about sharing their mental health records electronically through HealthInfoNet?

This report documents the methodology and results of the patient and provider focus groups. In addition, a provider survey was developed and incorporated into the results.

[image: ]

[bookmark: _bookmark4]SECTION 1: CONSUMER PERSPECTIVE
[bookmark: _bookmark5]METHODOLOGY
Five focus groups were held in three Maine counties between September and October 2012. Each focus group targeted a different population – adults accessing mental health services, veterans, seniors, young adults, and persons with intellectual disabilities (and their guardians). In addition, we asked recruiters to consider rurality and health insurance when identifying potential participants.

In total, 43 people participated in the groups. All participants resided in Maine. At least 60% of participants had received physical and mental healthcare within the last year. Refer to Table 1 for additional information about focus group participants.




For simplicity, medical records refer to existing electronic records that have data on the physical condition of a patient.

Mental health records refer to patient data that is classified as ‘sensitive information’ and not currently included in the electronic record.

HealthInfoNet refers to the statewide health information exchange.
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We learned a lot from the focus groups – what concerned them and what didn’t. The findings provided in the following paragraphs describe their perceived benefits of the system and explains their concerns. These insights can help inform the content and tone of the educational materials and consent form. Because this evaluation was conducted among small samples of our target audience, the findings should be viewed as instructive, but not definitive.

Table 1: Participants Demographics
	Participants
	43

	Target audience

	Seniors (65 years +)
	14.0%
	Veterans
	20.9%

	Adults (25 – 65 years)
	53.5%
	Persons with IDD
	2.3%

	Youth (- 25 years)
	53.5%
	Guardians of persons with IDD	16.3%

	Gender

	Male
	46.5%
	Female
	53.5%

	Visited a primary healthcare provider within the last…

	30 days
	44.2%
	6 months
	27.9%

	Year
	9.3%
	More than a year
	14%

	Can’t remember
	4.7%

	Visited a mental health provider within the last…

	30 days
	48.8%
	6 months
	7.0%

	Year
	4.7%
	More than a year
	16.3%

	Can’t remember
	9.3%
	Never
	9.3%

	Pay for medical costs through…

	MaineCare
	55.8%
	Medicare
	18.6%

	Military, CHAMPUS or the VA	20.9%
	Private health insurance
	16.3%

	Self-pay
	9.3%



While focus groups vocalized similar benefits, questions, and concerns, two groups self-differentiated themselves.

The Veterans Focus Group
“The thing that separates this group from your other focus groups is we’re all military and war veterans and some are career veterans. We do not trust the government. That’s a given, it’s not debatable.” Veterans Focus Group participant

And the Young Adults Focus Group
“Different age groups deal with different issues. Like ours is the privacy and the sanctioning of the information as to who and what, whereas older people would like to know what’s the security.” Young Adult Focus Group participant

This is their individual and collective voice…

Providers Talking To Patients About Sharing Mental Health 



[bookmark: _bookmark6]RESULTS
This report details the emerging themes across all focus groups. In addition to this report, a summary of the findings to inform the Committee discussions (Appendix A), a PowerPoint presentation to the Task Force (Appendix B), and a one page summary for dissemination (Appendix C) were developed.

[bookmark: _bookmark7]Benefits of HealthInfoNet
Acts as a surrogate patient voice
The record can talk for a patient when s/he cannot. This may happen when a person is having a breakdown or is unconscious.
“Being someone who’s bipolar: if I’m down (in Portland) and I start flipping out for some reason
who knows why. Is it drug related? Is it something that made me angry? If they looked at my record (they would know), she is bipolar and this is what’s been going on.” Senior Focus Group participant

“I’d like to give my consent and know that wherever I was, and whatever emergency, whatever happened, those people have access.” Veterans Focus Group participant

Increases the accuracy of records
The records talk the same language as the doctor, so medical terms and medications don’t get miscommunicated. With time (and age), it gets difficult for patients to remember all of the correct information.
“You get yourself mad and upset because the doctor does not understand what you’re saying…”
Senior Focus Group participant

“…Not only that but you don’t know the terms. My doctor said I have a seasonal depression and I have to start this light, and I may not know the name of the light but hopefully (the doctor) who I’m talking to is smart enough to know it’s a mood box.” Senior Focus Group participant

Decreases patients’ burden of record keeping
HealthInfoNet would decrease the responsibility and burden on the patient to ensure all the doctors have the necessary reports. Patients spend a lot of time on the phone and driving between doctors to get their health records.
“About 8 years ago. I was in the VA system but I was in Wal-Mart shopping. I had a massive heart attack. I went to Farmington hospital and was resuscitated there and sent down to Lewiston. When I had recovered, I went down to Togas to get my meds because they were viciously expensive in the pharmacies. They wouldn’t even talk to me until I went to Lewiston, got my records, took them down there so that they could put my records in their system - only then they would treat me as if I had a heart attack. I assume this would change that kind of scenario, so the VA could access any information I had from Farmington or Lewiston.” Veteran Focus Group participant
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“I moved around a whole lot in my life. DHHS case, blah blah blah, family moving, and whatnot. Tracking down doctors is a bad thing, this kind of helps.” Young Adult Focus Group participant

Decreases the need for patients to continuously repeat their story
Patients spend a lot of time answering the same questions with different doctors. A shared system would alleviate the need to continuously ‘tell the same story.’
“If you’re going to a new doctor, you have to tell them everything that’s going on that you’ve said a billion times… I can guarantee (that) everyone in this room has had to tell their stories over
and over and are not a fan of it… I’ve had to do it 4 times this year alone.”  Young Adult Focus
[image: ]Group participant



Makes doctors and patients more accountable HealthInfoNet will make both the doctor and patient more accountable.
“A lot of people that we serve are not necessarily
reliable reporters. They want to tell the physician what they think the physicians want to hear without being honest about their symptoms.” IDD Focus Group participant

“(The) physician is more accountable to peers and guardian.” IDD Focus Group participant

BENEFITS
· Acts as a surrogate patient voice
· Increases the accuracy of records
· Decreases the patients’ burden of record keeping
· Decreases the need for patients
to continuously repeat their story
· Makes doctors and patients more accountable
· Helps increase doctor efficacy
· Helps ensure patient safety


“People who seek drugs or medications, those are
the people this HealthInfoNet would probably help, so the doctors knew what was going on. But those are probably the people that wouldn’t consent.” IDD Focus Group participant

Helps increase doctor efficacy
Doctors make decisions based on the information they have, but doctors don’t know what they don’t know. Providing doctors with access to all patient records, particularly medications and diagnosis, means that they can make the best treatment plan.
Participant 1: “In some kind of emergency, what does your mental (health) have to do with them giving you care at a hospital?” Young Adult Focus Group participant

Participant 2 in response: “The best care that they can. So they’re not just going into it blind. They have some sort of document and (know) what your triggers are, or what medicines you’ve been on and what medicine you haven’t. So they can figure out the best way to help you.” Young Adult Focus Group participant

HealthInfoNet would allow doctors to communicate with one another and know what is going on in the patient’s life.
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“It keeps all doctors informed. Before doctors weren’t keeping in contact with each other. This way they can keep in contact with each other and they will all know what’s going on.” Adult Focus Group participant

Helps ensure patient safety
Without seeing a patient’s medication history, a doctor may prescribe a medication that counteracts with the patient’s current medication; or the doctor may prescribe something a patient has previously had a bad reaction to.
“If they don’t have my records to see what medications I’m taking, I’m taking 9 or 10 different
pills, up to 12 sometimes, if they don’t have all that and he serves me a pill I’m allergic to… that’s going to throw off the whole balance of my other pills.” Senior Focus Group participant

[bookmark: _bookmark8]Common Questions
What is HealthInfoNet?
Participants struggled to understand exactly what HealthInfoNet was conceptually and asked for more information about how it was funded and the extent of government (state and federal) involvement.
“Is there a cost to the patient / provider for participating?” IDD Focus Group participant

[image: ]“The governor doesn’t have anything to do with this, does he?” Adult Focus Group participant


“Anything that has to do with the Feds is questionable.” Veterans Focus Group participant


Does HealthInfoNet reach outside Maine?
Participants were not sure about the geographic boundaries of HealthInfoNet, both currently and in the future.
“If hospitals merge with out-of-state hospitals, how will this play-out, does HealthInfoNet expand?” IDD Focus Group participant

“Is this only for what happened while you were here in the state of Maine, not outside of the state. Now I’ve spent years in Minnesota … how does that (information) get to here?” Veteran Focus Group participant



COMMON QUESTIONS
· What is HealthInfoNet?
· Does HealthInfoNet reach outside Maine?
· Is provider participation required?
· What is the plan for a security breach?
· Why is substance abuse excluded?
· Why would a provider want to see my information?
· What information is included?
· Who gets to see my information?


Is provider participation required?
Participants were interested in understanding why some providers were participating in HealthInfoNet and some were not. They assumed the reason for non-participation was cost related, but were concerned about how this would affect patients who wanted their records in the system.
“Is it going to be mandated by the state… that all doctors or all medical (providers) have to provide this service?” Adult Focus Group participant

Providers Talking To Patients About Sharing Mental Health Records on
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Of particular concern was whether the VA was participating in HealthInfoNet. This was seen as critical to veterans who, while the VA was their medical home, often received emergency care outside the VA and needed a way to share information across providers.
“Isn’t it a big blind spot if Togas is not included?” Veterans Focus Group participant

Pragmatically, they asked how they could be the bridge between HealthInfoNet and non-participating doctors.
“If I am going to a doctor that is not participating, and I want the information from that doctor in
the HealthInfoNet system, is there a way I can get that information into the system?” IDD Focus Group participant


What is the plan for a security breach?
The security of HealthInfoNet was a concern to participants as they had their own experiences and fears about losing data, hackers, and identity theft. Participants were most concerned about identity theft because the system stored their social security number.
“The problem that I have is the social security number. The government, computers, and the internet as a whole. I don’t care what you have for security, I don’t care if it’s encrypted, there is a hacker somewhere with the knowledge to get whatever information that he desires. If he had my social security number, all the information that I have is available to him.” Veterans Focus Group participant

There was general consensus that any internet system could be hacked into and rather than assuring patients that the system was hacker-proof, participants wanted to know what the back-up plan was to deal with security breaches.
“It seems like lately there has been a lot in the news about security breaches as far as hackers.
Even though you have the strongest and highest computer systems, all computers are vulnerable. What do you do, how do you deal with the situation if the HealthInfoNet computers are hacked?” IDD Focus Group participant

In addition, participants were concerned about what would happen if the data was lost.
“Everything is electronic, on a computer, and nothing is on paper. Say something happens and it all got wiped out, now what?” Young Adult Focus Group participant


Why is substance abuse excluded?
In general, participants were puzzled about substance abuse not being included. They felt that mental health and substance abuse go hand-in-hand and questioned why it was excluded from the records.
“It’s already in your record in paper form, but it wouldn’t be put on (the system)? That’s weird.”
Young Adult Focus Group participant
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Why would a provider want to see my information?
While most participants saw the benefit in primary care or emergency doctors accessing your mental health diagnosis and medication, they questioned the need for specialized providers accessing your records. Examples included mental health providers accessing your medical records and ENT specialists accessing your mental health records.
“If someone is treating you for mental health, your records are not available to the ear, nose, and throat doctor that’s looking to see if you have tonsillitis.” Veterans Focus Group participant

What information is included?
Participants thought it was important for them to know what information was in the system so that they could provide doctors with additional information.

They were unsure about how far back the data would go. Some participants were concerned that a person could be judged on something that happened when they were very young.
“There’s stuff that’s happened to me… that I don’t want people knowing.” Young Adult Focus
Group participant

While participants understood that psychotherapy notes were excluded, they did not understand what psychotherapy notes referred to.
“Include my behavioral health information… Now, what information are they talking about? I’ve
been in numerous groups, individual therapy, psychotherapy, seen psychiatrists, and psychologists: and they take notes. A lot of the things that I deal with… is my experience in war. I don’t want that broadcasted - sometimes I don’t even tell the therapist because I’m unsure.” Veterans Focus Group participant

Participants from the IDD Focus Group thought it was important that guardianship be identified in a patient’s electronic records and that the records should include a psychiatric directive.


Who gets to see my information?
There were concerns about the records being available to insurance companies, legal professionals in medical error cases, medical students, and healthcare administrative staff. Participants emphasized that the normal professional requirements of HIPAA were still operating.
“I would definitely not want some med student accessing my records, seeing something dumb that I did and going back to his college buddies and laughing ‘ha ha… I read about this guy.’” Young Adult Focus Group participant

Providers Talking To Patients About Sharing Mental Health Records on
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[bookmark: _bookmark9]Common Concerns
The patient loses control over information
Participants, particularly young adults, felt they were losing control by giving consent. Currently, a patient holds most of the information and is able to decide which information to tell a provider. By giving consent, they forego the control and have to rely on the accuracy of the provider records.

Access is all or nothing
Participants were concerned that their consent would mean all their records were available to everyone.
[image: ]Participants suggested that there should be different levels of access

COMMON CONCERS
· The patient loses control of information
· Access is all or nothing
· Mental health stigma and discrimination

among providers.
“There are some things that people have in the past that they want to forget and don’t ever want them brought up again. Which is probably some peoples’ concerns, if it’s in there, in an emergency, they’re going to see it no matter if you want them to or not. If you don’t want them to see it, you’re pretty much S.O.L. because they’re going to see it anyway.” Young Adult Focus Group participant


Mental health stigma and discrimination
Participants in the focus groups often alluded to stigma and discrimination. They felt that patients may get treated differently by what is in their records, especially if it was something they were ashamed of themselves.
“You decide to opt-in, but the challenge then becomes, regularly your notes say that you’re a
behavior problem. You’re looking for a new doctor; can the doctor open that up (the record) and decide they are not going to take you on as a patient?” IDD Focus Group participant

“My sister had a mental illness and she was admitted to an emergency room with cardiac concerns and my parents went with her but didn’t disclose any of her medications and she was treated one way. Later when the medications were disclosed and the mental illness was apparent, it seemed that the treatment changed... and not as much effort was made. She died  of a heart attack. That certainly colors my view of how much to disclose about medications.” IDD Focus Group participant

“I think some things need to be kept private because they have a bad stigma (attached) to it. Like if I found out I had HIV, I wouldn’t want anybody to know. I can see where people would want to keep that stuff private.” Adult Focus Group participant
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[bookmark: _bookmark10]Consent Process
Simply state the options and consequences
Participants understood that there are four choices. These are listed below with the corresponding consequences.

	OPTION
	CONSEQUENCE

	1: Do nothing
	Their medical records are available to providers participating in

	
	HealthInfoNet and their mental health records would be available in

	
	an emergency.

	2: Consent to have their
	Their medical and mental health records are available to providers

	mental health records included
	participating in HealthInfoNet.

	3: Do nothing and provide time
	Their medical records are available to providers participating in

	limited consent
	HealthInfoNet and their mental health records would be available in

	
	an emergency. In addition, they could provide individual providers

	
	with time-limited access to their records on HealthInfoNet.

	4: Opt-Out of HealthInfoNet
	Their medical and mental health records are not available to any

	
	providers, even in an emergency.



Define terms and give examples
Participants asked what constituted an emergency, who decided if the situation was an emergency, and if the patient was told if his/her information was accessed. They suggested that examples and guidelines may help increase their understanding.

[image: ]For example, if a participant went to the emergency room, would they have a say in deciding that they were in an emergency and that the doctor could therefore access their

records?
“What I might think is an emergency they might not or vice versa. I might be confused and ask ‘Did they access that information or did they not?’ Would I be told they accessed it?” Adult Focus Group participant

“One of the questions that I have is what would they consider an emergency. If you’re knocked unconscious and you can’t give consent, I can understand that. But if you say no and they consider it an emergency, could they go behind you and still

CONSENT PROCESS
· Show what HealthInfoNet is
· Simply state the options and consequences
· Define terms and give examples
· Explain the process in
simple terms

look at your information - regardless that you haven’t given permission?” Young Adult Focus
Group participant

“What constitutes a medical emergency? Are they going to have guidelines [about what] constitutes an emergency?” Adult Focus Group participant

Due to the rurality of Maine and scarcity of psychiatrists, primary care providers often treat their patient’s mental health condition. Participants were not sure if that treatment would be included in the patient’s existing medical record?
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“If your primary care provider also diagnosis / prescribes your mental health medications, how are they separated? Where is the line?” IDD Focus Group participant

If the treatment is included in the existing medical record, participants thought it was misleading to say that a patient has a choice to opt-in.
“Does the list of medication include mental health? If yes, it is misleading that a patient actually has to opt-in.” IDD Focus Group participant

“Since you have to consent for your mental health and they already show your medications and what you’re on, so if you’re on Prozac they’re automatically going to know you’re depressed or something.” Young Adult Focus Group participant

Explain the process in simple terms
Participants asked many questions about the consent process and how it actually worked.
Do you only give consent once?
Participants asked if there was a way for them to only give consent once, i.e., did the one consent hold for all providers and did it only have to be completed initially (or annually). In addition, they asked if there was a list available of participating providers.
“So you don’t need to keep signing forms (for the records) to go from one (provider) to another
then?” Adult Focus Group participant

“Is there a mechanism that indicates I filled out the consent form so I don’t have to continuously fill it out?” IDD Focus Group participant

Can you complete the form online?
Being able to complete the form online was seen as important, especially to guardians who did not always accompany their ward to appointments.

What happens if you change your decision?
Participants had several questions regarding changing their decision after opting-in or opting-out of the system. In addition to questioning whether or not this was possible, they were also interested in the logistics of the process. For example, if you change your mind and decide not to share your information, how long will it take to remove your information and how do you know that it has actually been removed?
[If you decide to opt-out after opting-in] “… The information will be on there and then they’ll have to take it off. How do you know if the information has been taken off and what is the time frame for that to happen?” Adult Focus Group participant

“There should also be a section ‘if you sign this portion you take back the permission. You want your information deleted off HealthInfoNet.’ Is that even possible? It just says you can have it deleted… But you can never completely delete something offline. Once it’s been on there, it’s on there pretty much forever. You can go back and find it… They’ll probably tell you they deleted it but it’ll still be there.” Young Adult Focus Group participant
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How does limited consent work?
Participants, particularly those from the Young Adult Focus Group, liked the idea of limited access because it gave them more control, but they thought it made things more complicated because it was a grey area and opened things up for abuse/unauthorized access. Participants questioned how limited consent would operate.
“My information is in the system, I go into the (doctor’s) office and say, for today only you have access. How does this access get opened-up and how do I know the provider isn’t going to keep going in? Is there an on/off button?” IDD Focus Group participant

“What if you give someone permission one time, can’t they just go back in and use the same password and stuff to look at it again?” Young Adult Focus Group participant

“Does the computer generate new passwords each time?” Young Adult Focus Group participant

[bookmark: _bookmark11]Consent Form
Initially, almost all participants failed to read the first page of the Consent to Share Sensitive Health Information document and focused on the second page (form). The following comments and questions follow the format of the document.

About HealthInfoNet
Section 1, Paragraph 2: The sentence reads “You will need to take action for certain mental health and HIV/AIDS related information to be included.”

Participants were not sure what specific actions they would need to take. They liked the suggestion of adding: ‘The actions you need to take are stated below.’
“It says that you will need to take action for certain health and HIV/AIDS related information to be included; so what is the action you need to take? It really doesn’t explain the action that we need to take.” Adult Focus Group participant

There was also uncertainty as to what certain mental health and HIV/AIDS related information meant. “It says you need to take action for certain mental health and HIV related, so what’s certain health?” Adult Focus Group participant

Participants thought it would be helpful to add an introduction explaining how electronic mental health records are new. It was a common understanding that all of their health records were already electronic, so a paragraph explaining that physical records are currently available and emphasizing that it is only mental health records that are new would be helpful. They also suggested adding “Read this first” on the front page in large font.
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Sharing mental health and/or HIV/AIDS information in HealthInfoNet
Participants did not understand the full meaning of Section 2. They thought it meant that, if they give consent, their information would be shared if they are in an emergency. They did not initially understand that it meant that their information would be shared if they give consent OR were in a medical emergency.

Your choices for sharing sensitive information
Participants found the meaning of the options confusing and questioned whether it was only for persons who were currently receiving mental health treatment.

For people who were not currently receiving mental health treatment, participants asked if they were excluded (i.e., you could only sign the form if you had seen a mental health provider) or if it was a good idea for them to give consent proactively rather than waiting for a crisis.

Participants liked having a choice to consent or not, but thought it could be emphasized more on the form. They thought the options could be simplified and concretely stated. There were 2 suggested formats: (i) add an option "I do not consent" with a signature line; or (ii) simply state "Do you consent?” with yes and no checkboxes.
“It’s the first time they’ve actually given us a choice whether we want to sign it or say ‘screw it I don’t want anything released at all.’” Young Adult Focus Group participant

Participants also suggested that the Consent Form contain a statement about how providers will still operate under their own professional conduct and HIPAA and would use the information appropriately.

I choose to include my sensitive health information in HealthInfoNet
Address
Participants were not sure if a mailing address, physical address, or both were required.

Social security number
Directly below social security number is a sentence that reads: “This is used to verify your identity only. It is not made available in the system.” Participants felt that this sentence did not alleviate their concerns because the number would be in the system and available to hackers even if it wasn’t shown on the screen to providers.
“Well, not made available in the system and not BEING in the system is two entirely different
things. If it’s in a system, even though somebody can’t access it, a computer hacker could. And that’s a big concern, because more than once all of us here have had our social security numbers compromised.” Veterans Focus Group participant

Check box: “I want to include my behavioral health information in my HealthInfoNet record.”
Participants thought this should read ‘mental health’ rather than ‘behavioral health.’ They saw mental health and behavioral health as being two different things. They defined behavioral health as the actions or behavior that took place and mental health as what happened in their head.
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“Isn’t mental health and behavioral health two different things. Cause my behavior is a lot different than my mental health.” Young Adult Focus Group participant


[bookmark: _bookmark12]The Patients’ Ideal System
No social security numbers
Participants discussed whether or not there was an alternative to social security numbers that would make the impact of a security breach less daunting.
“If I have your social security number, I can do untold
damage to you, and… I have got two letters in the last seven years that told me my information was on a hard drive on a laptop that disappeared and god knows where that is; and god knows who has it; and god knows what they’ll do with it… Why couldn’t we use that information (VA claim number) to access all of our health care?” Veterans Focus Group participant






PATIENTS’ IDEAL SYSTEM
· No social security numbers
· Patients decide who sees what
· Patients have access to their records
· Crisis counseling hotlines
have access
· Links family records


[image: ]Patients decide who sees what
Participants want to be able to restrict the view of their records. They imagined a system where a patient could decide which type of provider could see which types of data.

For example, some participants did not want their mental health provider to see their medical records. Others wanted to consent to having their mental health records shared, but not their HIV/AIDS status. There were additional requests to have a section that was always off-limits except with expressed consent of the patient – even in an emergency.
“What if there’s something in your physical medical records that you don’t want everybody to
see? Say my mental health case manager got in, as part of the HealthInfoNet, and he looks at my physical stuff: What if there’s something in there I don’t want them to know about my past?” Young Adult Focus Group participant

“Is it possible to have another portion be not (available) even in an emergency? That you have to give permission, (and even in) an emergency it won’t let them see it?” Young Adult Focus Group participant

Patient has access to their records
Participants felt that it was important for patients to be able to review their personal information and be able to fix errors.
“What if the information is wrong that’s on there and you know that it’s wrong? How do you
know that the information that’s on there is correct? And that it is about you (and) not about somebody else?” Adult Focus Group participant
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Crisis-counseling hotlines have access
Participants thought that giving access to crisis-counseling hotlines would be beneficial because it would help the crisis counselor understand the history of the person they were speaking to and provide a record for the primary health care provider to follow-up with the patient.
“Sometimes crisis (counselors) would need to know your background. I’ve had them come to my house… and sometimes I don’t want to tell them the whole story. If I called them, they could access it on their computer and ask me exactly what’s bothering me.” Young Adult Focus Group participant

“But even if it’s your first time calling, they would have access to put this into your record so that it gets shipped to your doctor that you called for suicide help. Next time you see him, he hopefully will bring it up or at least it’s in there so god forbid anything else happens.” Senior Focus Group participant

Links family records
Participants suggested that their electronic record be linked with those of their family members. There were two main benefits to this: (i) Providers would be able to understand the patient's home situation and family health; and (ii) Providers would be more aware of genetic conditions.
“If another family member of yours came down with Alzheimer’s, they could see where the link is. It’s important because I’m bi-polar and my kids have ADHD. At first I felt I gave it to them because I didn’t realize it’s hereditary. By looking back at records you can see, okay so my mother, my brother, myself all have it. Luckily my husband is clear, but my sons will have it in their records so when they have kids they’ll be able to go back into their history and see: ‘this is what mom and I had and this is what I have to do to watch for my own kids … The same thing with my husband’s heart attack, and the 3 boys. His heart attack had nothing to do with what he ate, it was hereditary,’ it was bound to happen.” Senior Focus Group participant

[bookmark: _bookmark13]CONCLUSION
The objective of these focus groups was to gain qualitative understanding about what patients perceived as the benefit of a system such as HealthInfoNet, their concerns, and questions. Participants articulated many patient benefits.

We found that the patients were less concerned with stigma and discrimination than with the possibility of security breaches and the idea that all of their records would be available to all providers in the system. The majority of patients would prefer a tiered consent model where consent is tiered by provider type. This means that patients would have the ability to consent to share specific information with specific types of providers involved in their care. This is different from the limited consent which is time-limited. While such a model may not currently be feasible, it is important to communicate to patients the existence of a strict role-based access policy to alleviate some fears with sharing mental health information.
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In general, participants were confused about what their options were and how limited consent could be operational. In addition, they suggested numerous potential ways in which the system could be developed to suit the patient’s needs.

[bookmark: _bookmark14]RECOMMENDATIONS
Based on the results from the focus groups, the following are recommended for future patient-focused educational materials.
· Separate the educational and consenting materials. By combining the materials, patients expected
all forms for all options (e.g., consent to share information, consent to not share any information (opt out of HealthInfoNet), limited consent). In addition, when given documents that end with signature requirements, almost all participants did not read the print and simply turned to the form they needed to complete.
· [image: ]Use graphics to illustrate concepts and processes. All participants


listened to a mock session of a provider explaining what HealthInfoNet was and what decision was required. In addition, they were asked to read the educational materials. However, they were still not sure what HealthInfoNet is, and what the consent options were. It is recommended that graphics are used to convey these complex concepts.
· Emphasize patient benefits and use quotes. Almost all participants
thought it would be beneficial to consent to sharing their mental health records. It is recommended that materials utilize the quotes from people to emphasize the benefits to patients.
· Address consumer concerns about security and controlling access.

RECOMMENDATIONS
· Separate the educational and consenting materials
· Use graphics to illustrate concepts and processes
· Emphasize patient benefits and use quotes
· Address consumers concerns about security and controlling access

These were the two greatest concerns and it is recommended that they are addressed in any educational materials produced. In particular, it is important to communicate to patients the existence of a strict role-based access policy to alleviate some fears with sharing mental health information.

[bookmark: _bookmark15]LIMITATIONS AND FUTURE EVALUATION
The formative, exploratory, and descriptive nature of the focus groups limits the findings. First, the participants represented self-identified persons receiving mental health treatment (and their guardians where applicable). We do not know how less engaged patients perceive the benefits of sharing their mental health records, or if their information needs may be different. Secondly, while every effort was made to engage all participants, some ideas and perspectives may have been left out given the flow of the focus groups.

Future evaluation efforts may benefit from developing an anonymous survey and/or focus groups that react to developed educational materials. We would recommend that recruitment be made from existing groups and be scheduled around patients’ routine care in an effort to involve more patients.
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[bookmark: _bookmark16]SECTION 2: PROVIDER PROSPECTIVE
[bookmark: _bookmark17]METHODOLOGY
One focus group was held in November 2012. Despite recruitment efforts, all participants were from one behavioral health organization. In follow-up in an effort to obtain more diverse perspectives, a survey was distributed widely.

In total, 9 staff from a behavioral health organization participated in the focus group and 27 people completed the survey. All participants resided in Maine. Refer to Table 1 for additional information about participants.

We learned a lot from the focus group and survey – what concerned them and how their role may be supported. The findings provided in the following paragraphs describe their perceived benefits of the system and explains their concerns. These insights may be used to revise the educational materials and to review the manner in which implementing organizations are supported. Because this evaluation was conducted among small samples of our target audience, the findings should be viewed as instructive, but not definitive.

Table 2: Participants Demographics
	Participants
	36

	Type of services provided:

	Clinical
	0
	Integrated: Clinical and mental health
	25%

	Mental health
	50%
	Other
	11%

	Substance abuse treatment	14%

	Role

	Direct service provider
	31%
	Non-direct (administrative)
	66%

	Other
	3%

	Length of time working in the community?

	Less than 1 year
	8%
	1 - 4 years
	8%

	5 – 10 years
	14%
	More than 10 years
	70%



[bookmark: _bookmark18]RESULTS
This report details the emerging themes across both the focus group and survey. In addition to this report, a summary of the findings to inform the Committee discussions (Appendix D) was developed.

[bookmark: _bookmark19]Benefits of HealthInfoNet
[image: ]Increased communication and coordination between providers results
in better treatment management.	BENEFITS
· Better treatment management

Providers Talking To Patients About Sharing Mental Health Records on
a Statewide Health Information Exchange

2012




[bookmark: _bookmark20]Barriers to HealthInfoNet
From the provider perspective
Confidentiality and loss of control over who has access to what records. More pronounced in mental health services. Higher proportion of persons in integrated services did not see any barriers to sharing. Additional barriers included administrative burden and getting the interoperability of the different systems.

From the provider’s patient’s perspective




BARRIERS
· Confidentiality
· Loss of control over who has access to what records
· Discrimination

[image: ]The most frequent barrier selected was “loss of control over who has access to what records” (72%), followed by confidentiality (59%) and discrimination (40%). There was not a marked difference in respondents from different types of practices. The focus group provided a deeper description of these barriers:
· Typically, a patient signs a release to obtain information from a specific provider (such as their PCP).
On either side of the release, people and time limits are identifiable. The concern with HealthInfoNet is that patients will be asked to sign a blanket release where no providers are identified.
· Within organizations, there are policies and practices that minimize the risk of a breach of
confidentiality. Once the information is sent outside the organization, these safety nets no longer exist.
· Organizations’ policies and procedures govern what information is captured in their electronic
medical records. There is great variety/level of disclosure across different organizations. Therefore the ‘comfortable’ level of disclosure may differ from one organization to another.
· Administrative burden. Initially will require extra staff time. But the hope is that it will save time in
the long run (by decreasing the number of individual release forms that need to be sent between providers).
· Important to emphasize the audit reports.

[bookmark: _bookmark21]Tools for Talking with Patients
The following information was seen as critical (in order of frequency):
· Benefits of sharing mental health records (87% - particularly among mental health services)
· Consent options (87% - particularly among mental health services)
· Consent process (65% - particularly among mental health services)
· [image: ]Which providers are participating (65% - particularly among integrated service providers)



EDUCATIONAL TOOLS
· One-page handout for patients
· Talking points for providers

In both the focus group and in the survey, a one-page patient handout (82%) and talking points for providers (91%) were seen as useful. The one-page patient handout was less important for substance abuse treatment services and co-occurring behavioral health services.
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[bookmark: _bookmark22]Process of Obtaining Consent
While there was diversity on when during a patient visit the education and consent should occur, approximately half of survey respondents (54%) and all focus group participants felt that both education and consent should occur during the visit and that it should be undertaken by the provider (73% survey respondents and 100% focus group participants).

Alternate persons included patient specialists and case managers. Survey respondents from integrated services were less uniform in their responses with 28% suggesting a support staff (such as medical assistant) or administrative staff (14.3%).

[bookmark: _bookmark23]Feedback on Existing Materials
Educational one-pager
The focus group reviewed the educational one-pager and made the following points:
· Caregiver normally refers to family member or friend not healthcare provider.
· Social security disclaimer on educational one-pager does not match the consent form.

Consent Form
The focus group also reviewed the consent form and made the following points:
· Sensitive information can mean a range of things. For some, age may be sensitive.
“When I read sensitive information, my brain goes to the most sensitive information that’s in that chart.”
· Notarization requirement was unclear to participants. They initially thought that they would have to
have all the forms notarized (rather than the notarization only being required if a patient was downloading the form from home). It was suggested that this was made clearer by saying “when downloading…”

[bookmark: _bookmark24]Additional Survey Comments
“It is so important that patients/consumers be educated about the benefits to them for sharing information and the risks of not sharing. For so long, the focus of our system has been on the consumer rights for preserving confidentiality to the point where critical information doesn't get shared. Any information needs to accent the positive aspects - and providers need to be educated to avoid stigma and labeling that lies at the core of the need to preserve  confidentiality at all costs.”

“Live demonstrations of how it works by potentially connecting to 'the cloud', peer mentoring, stories, stories, stories, hand-holding, asking for feedback after the person's records first enters the cloud about how they are feeling about it. In other words, offering support to those who have concerns, questions, and worries.”

“Sharing efforts within and between organizations to develop collaborative practices.”

[bookmark: _bookmark27]Providers Talking To Patients About Sharing Mental Health Records on
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“Patient portals are helpful for patients who are inclined to get information in that way. We really need to use a variety of options to make it as easy and comfortable as possible to understand information sharing benefits as well as challenges.”

[bookmark: _bookmark25]CONCLUSION
The objective of this focus group and survey was to gain qualitative understanding and insight into what providers perceived their needs to be when talking to patients about sharing mental health records. Results were consistent through both the focus group and survey. Participants articulated many patient and provider benefits. The primary concern was the organization’s loss of control over access to their patient’s records and the increased potential for breach of confidentiality as a result. This concern was more pronounced in mental health services and less evident in integrated services.

Almost all participants recommended that the educational and consent processes occur between the patient and provider during a visit.

Participants requested a one-page patient handout and talking points for providers.

[bookmark: _bookmark26]RECOMMENDATIONS
Based on the results from the focus group and survey, the following are recommended for assisting providers in obtaining patient consent to share their mental health records.
· [image: ]Create brief patient educational materials and provider talking

points that include: the benefits of sharing mental health records; consent options; the consent process; and which providers are participating (or provide a link to the latter).
· Emphasize the availability of audit reports in both materials.
This will help alleviate some of the concerns of providers and patients by enabling them to see who has accessed patient- specific records.
· Use graphics and simple language to explain concepts and
processes. It is important for the providers to be able to easily articulate and explain HealthInfoNet, the consent options, and consent processes.
· Address concerns about controlling access in both materials.

RECOMMENDATIONS
· Create brief patient educational materials and provider talking points
· Emphasize the availability of audit reports
· Use graphics and simple language to explain concepts and processes
· Address concerns about
controlling access

Emphasize the existence of a strict role-based access policy to alleviate some fears with sharing health information.
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LIMITATIONS AND FUTURE EVALUATION
The formative, exploratory, and descriptive nature of the focus group and survey limits the findings. First, the participants represented self-selected staff. Participants in the focus group were from a behavioral health organization that was not currently participating in HealthInfoNet. The results of the focus group may have been different if participants had real-time experience with HealthInfoNet. Similarly, the system to obtain patient’s consent and to include patient mental health records has not begun. Feedback is therefore limited to potential experiences. Secondly, while every effort was made to engage all participants, some ideas and perspectives may have been left out given the flow of the focus group or the structured questions of the survey.

Future evaluation efforts may benefit from developing an anonymous survey and/or focus groups that react to developed educational materials. We would recommend that recruitment be made from organizations participating in HealthInfoNet.
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[bookmark: _bookmark28]APPENDIX A: SUMMARY OF RESULTS OF PATIENT FOCUS GROUPS TO INFORM DISCUSSION ON EDUCATIONAL MATERIALS

BENEFITS
1. Acts as a surrogate patient voice
2. Increases the accuracy of records
3. Helps keep the system transparent
4. Decreases the patient’s burden
5. Helps increase doctor efficacy
6. Helps ensure patient safety

QUESTIONS
1. HealthInfoNet
· What is HealthInfoNet?
· How far does HealthInfoNet reach?
· Why is substance abuse excluded?
· Is provider participation required?
· What information is included?
· Who gets to see my information?
· Why would a provider want to see my information?


2. Consent Options
· What constitutes an emergency?
· Where is the line between medical and mental health records?
· Do you only give consent once?
· Can you complete the form online?
· What happens if you change your decision?
· How does limited consent work?
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[bookmark: _bookmark29][image: ]APPENDIX B: PRESENTATION ON CONSUMER FOCUS GROUPS
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[bookmark: _TOC_250000]APPENDIX C: ONE PAGE DISSEMINATION OF RESULTS FROM PATIENT FOCUS GROUPS
What education materials do patients need in order to decide whether or not to consent to their records being shared electronically through HealthInfoNet?
In the fall of 2012, Partnerships For Health conducted 5 focus groups in 3 different counties in Maine. Forty-three people spoke with us about this important decision. This is a summary of their voices…
Benefits of HealthInfoNet
1. An accurate alternative to the patient voice
“I’d like to give my consent and know that wherever I was, and whatever emergency, whatever happened, those people have access.”

2. Decreases patients’ burden
“If you go to a new doctor, you have to tell them everything that’s going on that you’ve said a billion times before.”

“About 8 years ago, I had a massive heart attack. I went to Farmington hospital and was resuscitated there and sent down to Lewiston. When I recovered, I went down to Togas to get my meds. They wouldn’t even talk to me until I went to Lewiston and got my records…”

3. Makes doctors and patients more accountable
“The physician is more accountable to peers and guardians.”

4. Increases doctor efficacy and patient safety
“If they don’t have my records to see what medication I’m taking. I’m taking 9 or 10 different pills, up to 12 sometimes. If they don’t have all that and he serves me a pill I’m allergic to…that’s going to throw off the whole balance of my other pills.”

Concerns about HealthInfoNet
The patient loses control of information
“Different age groups deal with different issues. Ours is privacy and the sanctioning of the information as to who and what…”

Access is all or nothing
“There are some things that people have in their past that they want to forget and don’t ever want them brought up again… in an emergency, they’re going to see it no matter if you
want them to or not.”



Mental health stigma and discrimination
“I think some things need to be kept private because they have a bad stigma (attached) to it.”

What Patients Want To Know Before Making a Decision
· Show what HealthInfoNet is
· Simply state the options and consequences
· Define terms and give examples
· Explain the process in simple terms
· Answer specific questions

FOR MORE INFORMATION:
About HealthInfoNet contact Amy Landry

207-541-9250 ext. 202

alandry@hinfonet.org
About the focus groups contact
Michelle Mitchell, Partnerships For Health

207-620-1113

Michelle.Mitchell@PartnershipsForHealth.org


[image: Description: P4H brand.jpg]

Providers Talking To Patients About Sharing Mental Health Records on
a Statewide Health Information Exchange

2012

Partnerships For Health, LLC
Page 34



[bookmark: _bookmark30]APPENDIX D: SUMMARY OF PROVIDER FOCUS GROUP & SURVEY RESULTS TO INFORM DISCUSSION ON EDUCATIONAL MATERIALS

1. BENEFITS OF HEALTHINFONET
Increased communication and coordination between providers results in better treatment management.

2. BARRIERS TO HEALTHINFONET
From the provider perspective:
Confidentiality and loss of control over who has access to what records. More pronounced in mental health services. Higher proportion of persons in integrated services did not see any barriers to sharing. Additional barriers included administrative burden and getting the interoperability of the different systems.

From the provider’s patient’s perspective:
The most frequent barrier selected was “loss of control over who has access to what records” (72%), followed by confidentiality (59%) and discrimination (40%). There was not a marked difference in respondents from different types of practices. The focus group provided a deeper description of these barriers:
· Typically, a patient signs a release to obtain information from a specific provider (such as their PCP).
On either side of the release, people and time limits are identifiable. The concern with HealthInfoNet is that patients will be asked to sign a blanket release where no providers are identified.
· Within organizations, there are policies and practices that minimize the risk of breach of confidentiality. Once the information is sent outside the organization, these safety nets no longer exist.
· Organizations’ policies and procedures govern what information is captured in their electronic medical records. There is great variety / level of disclosure across different organizations. Therefore the ‘comfortable’ level of disclosure may differ from one organization to another.
· Administrative burden. Initially will require extra staff time. But the hope is that it will save time in the long run (by decreasing the number of individual release forms that need to be sent between providers).
· Important to emphasize the audit reports.

3. TOOLS FOR TALKING WITH PATIENTS
The following information was seen as critical (in order of frequency):
· Benefits of sharing mental health records (87% - particularly among mental health services)
· Consent options (87% - particularly among mental health services)
· Consent process (65% - particularly among mental health services)
· Which providers are participating (65% - particularly among integrated service providers)
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In both the focus group and in the survey, a one-page patient handout (82%) and talking points for providers (91%) were seen as useful. The one-page patient handout was less important for substance abuse treatment services and co-occurring behavioral health services.

4. PROCESS OF OBTAINING CONSENT
While there was diversity on when during a patient visit the education and consent should occur, approximately half of survey respondents (54%) and all focus group participants felt that both education and consent should occur during the visit and that it should be undertaken by the provider (73% survey respondents and 100% focus group participants).

Alternate persons included patient specialists and case managers. Survey respondents from integrated services were less uniform in their responses with 28% suggesting a support staff (such as medical assistant) or administrative staff (14.3%).

5. FEEDBACK ON EXISTING MATERIALS
The focus group reviewed the educational one-pager and made the following points:
· Caregiver normally refers to family member or friend not healthcare provider.
· Social security disclaimer on educational one-pager does not match the consent form.

The focus group also reviewed the consent form and made the following points:
· Sensitive information can mean a range of things. For some, age may be sensitive. “When I read sensitive information, my brain goes to the most sensitive information that’s in that chart.”
· Notarization requirement was unclear to participants. They initially thought that they would have to
have all the forms notarized (rather than the notarization only being required if a patient was downloading the form from home). It was suggested that this was made clearer by saying “when downloading…”

6. ADDITIONAL SURVEY COMMENTS
· “It is so important that patients/consumers be educated about the benefits to them for sharing information and the risks of not sharing. For so long, the focus of our system has been on the consumer rights for preserving confidentiality to the point where critical information doesn't get shared. Any information needs to accent the positive aspects - and providers need to be educated to avoid stigma and labeling that lies at the core of the need to preserve confidentiality at all costs.”
· “A talking points handout from HealthInfoNet that providers can give to their patients/clients.”
· “What happens when a patient wants to cancel their consent? How can they be assured that their records won't continue to be transmitted electronically? How can they get an accounting of what was sent?”
· “Live demonstrations of how it works by potentially connecting to 'the cloud', peer mentoring, stories, stories, stories, hand-holding, asking for feedback after the person's records first enters the cloud about how they are feeling about it. In other words, offering support to those who have concerns, questions, and worries.
· “Sharing efforts within and between organizations to develop collaborative practices.”
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· “We work primarily with adolescents who are hesitant to trust adults and the systems they manage.”
· “Patient portals are helpful for patients who are inclined to get information in that way. We really need to use a variety of options to make it as easy and comfortable as possible to understand information sharing benefits as well as challenges.”
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Why would a provider want to see
my information?
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- COMMON CONCERNS

+ The patient loses control of information
+ Accessis all or nothing
+ Mental health stigma and discrimination
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Why is substance abuse excluded?
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- CONSENTPROCESS

+ Show what HealthinfoNet is
+ Simply state the options and consequences
+ Define terms and give examples

+ Explain the process in simple terms
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Simply state the options and
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Explain the process in simple terms
T O —
Do you only give consentonce?
Can you complete the form online?

What happens if you wantto change your decision?
+ How does limited consentwork?

.
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Show what HealthinfoNetis
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Define terms and give examples
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RECOMMENDATIONS

+ Separate the educational and consenting materials

+ Use graphics o illustrate concepts and processes.

+ Emphasize patient benefits and use quotes

+ Address consumers concems about security and
controlling access
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Small Group Discussions

@) Whatwould be useful for providers in communicating
these issuesto consumers?

@) What, if any, additional direct consumer education
materials are needed?

(@) How mightwe wantto disseminate these results
beyond the Final Forum and Report?
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- PATIENTS’ IDEA

+ No social security numbers
+ Patients decide who sees what

+ Patients have access to theirrecords

+ Crisis counseling hotlines have access
+ Links family records
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Partnerships For Health

Suite 103, Olde Federal Building
295 Water Street, Augusta
ME, 04330

Tel: (207620 1113
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