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FRIA wishes to thank the Committee for calling this most important hearing and welcomes the opportunity to appear before you today. 

FRIA is dedicated to improving long-term care for the elderly and assists over 1000 people  through its free telephone Helpline service and its family council program that represents over 40,000 nursing home residents. Getting good long-term care is not always easy to do. Unfortunately, the one governmental entity entrusted with safeguarding long term care, the Department of Health, disappoints consumers time and again. 

In New York State the Department of Health (“DOH”) is given the responsibility for regulation and oversight of nursing homes. In implementing its duties it engages in four categories of activities: 

1-Licensing residential facilities,

2-Evaluating through periodic surveys the facility’s compliance with law and procedures,

3-Responding to complaints of residents, caregivers and others about nursing home conditions,

4-Providing policy advice to nursing home administrators.

Our written testimony will speak to activities in categories 3 and 4. We believe other organizations will speak to category 2 in these proceedings. We make no comment on activities related to licensing.

Responding to complaints of residents and caregivers about nursing home conditions

Providing care to the frail elderly is a difficult and complicated matter and problems can arise even in the best of facilities with the best of intentions. Nursing home residents by the very nature of being placed in such a facility, occasioned by real physical or mental deterioration, begin to feel powerless over their surroundings. Residents and caregivers become wholly dependent on the home and its staff for the basic necessities of life- food, toileting, bathing, shelter and attention to health. Against this background, people are 
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reticent to file a complaint against the facility for fear of antagonizing the very people they or their loved ones depend on for existence. In fact, these fears are not baseless as FRIA hears from callers each year who experience ‘backfire’ when they assert a complaint or disagree openly with nursing home policies. The statutory framework recognizes this dilemma when it assigns to DOH the role of overseer, mandating that it investigate complaints and empowering it with enforcement authority over the nursing homes.

A consumer complaint offers the DOH a most important first clue to nursing home deficiencies. If handled properly a complaint investigation could lead the Department to uncover serious and systemic problems and establish itself as a vigorous protector of resident health care.  In addition, a complaint could offer DOH the opportunity to resolve the problem between the parties. 

Sadly, instead of embracing these possibilities, the DOH eschews them and the result is a complaint process that does not adequately protect New Yorkers. First, the intake process is not properly structured so that critical mistakes and omissions are made in describing the complaint. Second, the complaint process takes much too long to be of utility in most situations. Third, investigations are incomplete or prejudiced in favor of the home. And, there is no regulatory appeal process available to overcome these obstacles. But above all, DOH senior administrators need to demonstrate renewed leadership in establishing the agency as an effective protector of nursing home residents. 

We wish to discuss each of these points in detail and make recommendations to address weaknesses:

The Intake Process

The complaint process is initiated by a consumer telephone call or letter. The DOH then assigns a complaint number to the inquiry and sends an acknowledgement letter to the complainant. If by telephone, which is the typical way a complaint is lodged, a DOH ‘intake’ worker gathers information about the complainant’s problem which will form the basis of the investigator’s understanding of the problem. Because an investigator relies on this complaint description and often does not speak to the complainant the intake becomes critical in delineating the scope and breadth of the investigation. The complainant is usually not aware that this is his or her only chance to describe the problem. As a result, the complainant often gives only the bare bones of the situation over the phone. The complainant should be advised by the intake worker that he or she must describe the entire problem at this time and that the investigation will be based on this information.  A copy of the intake description should be mailed to the complainant  or read over the phone to him within the week,  for review and any revision needed.

The complainant rarely receives the name and contact address or telephone number of the investigator assigned to the file. This makes it impossible for a consumer to follow up with an investigator or to provide supplemental information that may be helpful to the investigation. The complainant should receive contact information about the investigator.
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Length of An Investigation

One significant obstacle to DOH’s effectiveness in handling complaints, and developing consumer confidence in the system, is the extraordinary length of time it takes for the Department to conclude the process. Unless the complaint raises issues of abuse or neglect, the DOH typically takes a minimum of 6 months to conclude a complaint investigation, long after the problem has become moot, or worst, the resident’s condition has deteriorated. This timing is especially problematic given that the average nursing home stay is two years.  Thus, the complaint process continues unresolved for approximately 25% of the time the resident is in the home. During this time, the resident and caregiver are kept unaware as to whether the complaint is progressing. At the least, the complainant should receive a notice if the complaint is still under investigation after three months. It would let people know they are not forgotten. It would remind staff that a case remains open.
The Investigation Process

The DOH complaint investigation tends to be superficial at best and thus is not an effective tool in uncovering deficiencies in nursing home operations. The investigation also fails to assist individual consumers and destroys their faith in the utility and effectiveness of the state’s regulatory system.

When people file a complaint they are often desperate. It is not something that people do lightly. As previously stated, residents and caregivers are dependent on the staff. It is human nature to not want to antagonize those on whom one depends day in and day out. Yet, in our 30 years of work with residents and caregivers we can recall only a small number of complaints that the DOH found to be substantiated. The CMS website suggests that 21% of complaints are substantiated, one of the lowest rates in the country. We ask, how can that be? It is true that the agency is probably underfunded for this responsibility and that, in all candor, after a while, even a good investigator becomes weary of the conflicting accounts that give rise to a complaint. But, this is no excuse for the sluggish approach we observe in DOH’s pursuit of an investigation. 

Our callers regularly complain that the investigator concluded his or her investigation without even speaking once to them. Without speaking to anyone except nursing home staff. Without making an on-site review. With only reviewing those medical records that the home mailed in (which may well have been rewritten). Without inquiring into the medical appropriateness of a procedure. Without questioning discharge needs.

In fact, contact between DOH and the complainant is so limited that often the first time a complainant learns that the investigation has been closed is when he or she receives a letter in the mail to this effect. This is wholly inappropriate as many cases warrant a discussion with the complainant and resident. No matter how well written, the intake simply can not provide a proper context or description of a complaint. Nor is the complainant given an opportunity to respond to staff’s account of the problem whereas staff is given an opportunity to challenge the complainant. This is especially important in cases where a complainant may not have articulated the problem adequately, due to language, cultural or capacity limitations. Only a personal conversation, with the DOH investigator acting as an ‘active listener,’ can do justice to the investigatory process. The investigator must be 
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required to speak to the complainant and  resident (with capacity)  and make reasonable efforts to speak to others offering relevant information,  in addition to contacting nursing home staff.

Although complaints often involve the physical condition of a resident or the physical site of the home, it is reported that investigation reports are filed without the investigator going on site. Except where the physical environment is clearly irrelevant, the investigator must make an unannounced site visit to the home in question.

The Report

The conclusion of an investigation is reported in a letter form mailed to the complainant. Typically there is no discussion in the report that lays out the facts of the complaint nor that addresses the specifics of the allegations raised as the problem. The investigator addresses those aspects of the complaint he or she feels is pertinent and may cryptically refer to regulatory sections. In short, the report is not a ‘user friendly’ explanation of the findings. Most complainants do not understand the report and feel confused and disrespected by how it is written. The report often concludes that the complaint is unsubstantiated, language that further demeans the complainant. And, the piece de resistance, more often than not the report concludes that ‘no actual harm’ resulted despite the fact that the individual subject of the complaint may have passed away. Imagine the fury a family member feels receiving such a statement. The report of an investigation must respond specifically to the issue (s)raised by the complainant and not ignore it in the written report. Sensitivity and respect for the resident and family dictate a more balanced statement of conclusion.
An Appeal Process

Once an investigation is concluded there is nothing further a resident or caregiver can do to be heard, short of filing a court suit. A private action is expensive, lengthy and not a practical option for nursing home residents who are largely poor or have become poor as a result of nursing home care.

Thus, there needs to be an opportunity for a resident or agent to appeal the DOH decision, especially in cases of serious potential harm or feared retaliation by staff. A Regional appeal panel could be constituted, drawn from two consumer representatives, DOH and industry, that would investigate the matter in a timely fashion. Appeals would enable the consumer a second chance to address staff allegations and update the file. An appeal process may also have the salutary effect that oversight often provides in making sure that the initial investigation is performed more thoroughly.

                                             A NEW LEADERSHIP ROLE

DOH senior administrators need to adopt a new model of leadership to energize the department staff into becoming more proactive as proponents of the vulnerable elderly and their caregivers. According to Public Health Law Section 2803d, the DOH is mandated to 
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publish a report analyzing the complaint investigations for the year. To the best of our knowledge, DOH has not issued this report in years.  Failure to publish this report- as the law requires- sets a terrible model for the DOH staff. It suggests that complaint investigations are not important. Staff perform as leaders command. DOH senior leaders should be held accountable for publicly publishing an annual report on complaint investigations and expected to set a new tone in the department which calls for high expectations of the nursing home industry.

In addition, many investigators display a disconcerting bias favoring the home and discrediting the complainant, which prejudices the case result from the outset. Many investigators appear to lack a fair-minded respect for a resident’s needs and caregiver’s concerns that is required to perform their role in a manner deserving of public confidence. DOH staff should be trained and sensitized to consumer needs on a regular basis. Staff should be supported for ‘burn out’ and evaluated with this in mind. Where consumer sensitivity is not strong, staff should be reassigned or partnered with other staff to develop a greater understanding and fairness.

Two real-life examples will better illuminate what we believe to be the core of the problem. 

My name is Lisa Jackson, I’m here to testify on behalf of my mother, Lillie Mae Jackson regarding the Department of Health’s handling of complaint # 03-05-50179 whereby I reported that at upper east side’s Dewitt Nursing Home between Jan 21st – Feb 19th 2003 my mother was physically abused by a nursing assistant and was over-medicated with Haldol by Medical Director, Dr. Ristich resulting in hospitalization. In my complaint, lack of security and other areas of concern were also included; however, my complaint focused more on the over-medication issue since I had documents, witnesses to my mother’s declining condition and improvement once taken off Haldol, and Lenox Hill Hospital’s diagnosis of “Haldol toxicity” as evidence to support my complaint.   

I filed my complaint with DOH in May 2003. I cc’d the offices of FRIA and several local officials. As a result DOH received letters requesting an investigation from FRIA, Senator Schumer, Senator Clinton, Manhattan Borough Pres. Fields, Congresswoman Maloney, and Senator Krueger. After 9 months, the DOH responded, stating that they their investigation “did not reveal sufficient evidence of any violation of State and Federal regulations.” FRIA followed up with DOH on my behalf. When they received notice of DOH’s findings, FRIA urged DOH to re-investigate the claim. A few months later, FRIA and I both received notification from DOH stating that their re-investigation resulted in the same findings.  However, my findings revealed that the primary physician of 15 years who treated her before and after her care at Dewitt Nursing Home, staff at Lenox Hill hospital nor records, staff at Cobble Hill Nursing 

Home where I transferred my mother and where they never found need to prescribe Haldol for her 18 month stay, my mother’s VNS nurse nor I, her health care agent w/proxy and caregiver for 16 years 

were never contacted as a part of the investigation or re-investigation. How was an investigation performed without this crucial information? Even despite receiving letters from elected officials this complaint was not given the attention it deserved. 

The following was reported to FRIA by Helpline caller, Tammy Brainin whose mother was a resident of Bialystoker nursing home. One night, her mother called her to say that she had been physically assaulted. When she came to visit at the nursing home she saw bruises on her mother’s arm and a 
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swollen lip. The facility did not notify her of the incident. She questioned staff who said they had ‘trouble’ with her mother. She was alarmed and insisted on the name of the nurse who had cared for her mother, which they reluctantly provided. The following Saturday, she called the police, and she took pictures of the injuries. She was given paperwork to document the incident as a third degree assault. She also filed a complaint with the DOH. Months later, she received a letter that said their investigation did not substantiate the complaint. DOH never contacted her for an interview. 
This story is heartbreaking and representative of the frustrations and dissatisfaction New Yorkers experience in dealing with the DOH in fulfilling what was surely intended to be a public trust. Word of mouth around the homes is that there is little point in complaining because the DOH complaint process simply does not work on behalf of residents.

FRIA stands ready to assist DOH in developing staff trainings and written materials to help DOH educate investigators better as to consumer needs. FRIA encourages DOH to hold trainings at which consumer advocates can present case examples and explain resident concerns in a non-adversarial setting.

Providing policy advice to nursing home administrators.

The DOH issues ‘DEAR ADMINISTRATOR’ letters to clarify or establish policy on operational nursing home matters.  As a result of complaints sent to our office, FRIA has worked with the DOH to encourage the issuance of these letters when resident or caregiver rights were in jeopardy. This is an important and meaningful function. It has been used effectively   when practices taken by nursing homes needed to change. In fact, we suggest that all of these letters be posted on the DOH website, as an important reference tool for industry and consumers.
Recent experience however suggests that this function, too, needs to be improved to encourage DOH to assume a more proactive role expected of a regulator seeking to protect resident and caregiver rights. Two examples will demonstrate the problem: 

Example #1- We received a call from a caregiver who had cared for her mother for over 8 years in her home, bathing her, toileting her and, without question, providing her with good personal care. Time came that the mother needed the care of a nursing home although she still retained mental capacity. In the beginning at the nursing home, the daughter still helped the mother toilet and assisted in dressing. All this time, the daughter held a valid health care proxy which is still effective today and she was the designated representative to the home. The mother then had a stroke, capacity was diminished and the daughter could no longer provide personal care by herself at the home, because her mother was not mobile and thus was a ‘two person turn’. 

The nursing home then refused the daughter permission to observe the mother’s skin care. The daughter was concerned about bed sores and challenged the home’s actions in excluding her from observing her mother‘s skin. The home called DOH for advice; the daughter called FRIA and together we called DOH. Five weeks later, DOH took the position that they needed to get a ruling from CMS although to us it is a matter of state law in determining the capacity of a health representative. We await that ruling and, while we do, the daughter remains excluded from direct knowledge of her mother’s skin condition. We 
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hope for a ruling that will respect the mother and daughter’s natural relationship, the loving need to keep the mother healthy and respect for the mother’s longstanding, demonstrated trust in her daughter. We hope. Instead of advocating for the daughter as a regulator might, the DOH has let the nursing home’s exclusion stands indefinitely, cutting off the ability of the caregiver to protect her mother. How can this possibly be in the best interest of the resident? 

Example #2- Nursing homes were not providing the legally appropriate notice of discharge or disclosing a resident’s right to a hearing when being discharged or transferred. FRIA contacted DOH to have DOH intervene with the homes to stop these practices, but to no avail. FRIA then referred the aggrieved consumers to NYLAG. They filed a lawsuit to challenge these practices. As a result, the DOH agreed to issue a Dear Administrator letter to clarify the obligations of a nursing home upon discharge or transfer of a resident.

Our point: In both situations the DOH had a choice - to support the rights of the residents and caregivers or treat these problems bureaucratically and fail to be proactive. They chose wrong. Consumer trust in the system was seriously undermined as was the opportunity to persuade people to bring future problems to light.

                               ≈    ≈     ≈

We need a commitment from our government to better safeguard those living in nursing home facilities. As the aging population grows we need to learn how to get this right. Developing different systems like single point of entry and more home-based care will not address the deficiencies in regulatory oversight. In fact, they may aggravate these deficiencies as the care of more people become isolated from third party observations and we come to rely more heavily on the rigor of DOH oversight alone to protect the well being of our residents.

Most of the people we are concerned with today are elderly and living their last days with faith in our care. They have made their contribution to society, raised families, worked hard, paid their taxes and persevered through the challenges life delivers. In short, they have been good citizens, making our society stronger. It is unjust to disrespect the civil rights they would otherwise have had as a citizen if not living in a nursing home. Their complaints should receive due process, there should be a fair arbiter of the facts at which their representative is heard, there should be an appeal process and the resolution should be speedy. Agency leaders should assume a new, more invigorated role in seeing that these rights are protected.

We urge the Committee to require DOH to review its complaint investigatory role and report back to the Committee on how improvements could be made in timeliness, fairness and thoroughness. We also urge the Department of Health to implement the outlined recommendations as a step toward improving the state’s regulatory role over long term care. FRIA stands ready to collaborate with DOH in developing a more responsive approach to long term care concerns. 

Thank you for the opportunity to testify at these important hearings. 
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